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IDENTIFIERS 
ABSTRACT 

This document presents the prepared statements and 
witness testimony from the Congressional hearing on Alzheimer's 
Disease. Following an opening statement by Senator John Heinz, 
statements by Senators Larry Pressler and Alfonse M. D'Amato are 
given. Topics which are discussed include incidence of the disease, 
family and victim ramifications, costs, medicare involvement, and 
pending-legislation. Witness , testimony is provided .by repceseiLtatLves 
of the Philadelphia chapter of Alzheimers Disease and Rolated 
Disorders; the nursing and medical staff of the Jewish Home and 
Hospital for the Aged, New York; the New York City Department of 
Aging; the geriatrics and adult develoj^ent department of the Mt. 
Sinai Medical Center, New York; the Institute on Law and Rights of 
Older Adults, Hunter College, New York; and family members of disease 
victims. Topics which are covered include family support and 
services, patient health care needs (diagnosis and respite care), 
education, research, public awareness, and health insurance. Magazine 
articles dealing with the disease conclude the document, (bl) 
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ENDLESS NIGHT, ENDLESS MOURNING: LIVING 
WITH ALZHSIIMER'S 



MONDAY, SEPTEMBER 1% 1$SS 

SeNA7£, 

Special Committke on Aging, 

The committee met^ pursuant to notice, at 10:30 am*, at the 
Jewish Home and Hospital for Aged, New York, Hon. John 
Ileinz, chairman, presiding. 

Present: Senators Heinz and Pressler 

Also present: Tricia Heuman* professional staff member, IsabeUe 
Ciaxton, communications director; Ciaire Snirekar, legislative cor- 
respondent; and Angela Thlmis, hearing clerk. 

OPENING STATEMENT BY SENATOR JOHN HEINZ, CHAIRMAN 

Chairman Heinz. Good morning, ladies and gentlemen. The 
hearing of the Senate Special Committee on Aging will come to 
order* We are meeting nere today to hear testimony on one of the 
most frightening illnesses to strike the elderly, Alzheimers disease. 

This insidious form of senile dementia plagues between 1 and 3 
million persons over ^ 65. Because we know neither cause nor 
cure for this horrid condition, t|ie onset of Alzheimer^s brings infi- 
nite pain to patients and fami^ caregivers. For those afflicted, 
living with Alzheimer^s is a lonely irreversible path into an endless 
night. 

For the family inembeis, this irreversible journey means a strug* 
gle to provide continuous emotional support and physical care, 
otTten at great expense. With no cure in sirfit, their years of provid- 
ing care are spent in endless mourning. While Alzheimer^s disease 
and related research activities have been the subject of recent con- 
gressional hearings, today's hearing will focus on the issue of care> 

Earlier this year, Senator I>arry Pressler, my esteemed colleague 
here with us today, suggested that the Apxkg Committee hold a 
hearing on Alzheimer's msease. Recently, he chrired a hearing in 
his home State, South Dakota, on this very topic Senator Pt^sler 
has been a leader in the Senate, working to focus national atten- 
tion on this dreadful disease. Senator, I commend you for your 
dedicated efforts on this most important topic. 

I agreed with Senator Pressler that this was an important sub^ 
Ject for committee attention for several reasons. Firsts this hearing 
provides a fornui for our committee to learn more from fom;ly 
members and professional caregivers aboutjwhat is being done, and 
what more we can do for them, as well as for the patients. 

(1) 
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Seconds 1^ convening in New York City^ we have the opportuniW 
to hear from active city leaders who are dedicated to improving life 
for older Americans^ evident in Mayor Koch^s upcoming conference 
on Alzheimer^s disease. 

I might also add tha^. it is particularly appropriate that we are 
meeting here at the Jewish Home and Hospit^ for Aged, where 
the staff j>rides itself in offering the best possible care for its 250 
patients with Alzheimer's. 

Finally} with this hearing, I ho^ to generate support for the 
long-term care legislative padcage I introduced earlier this year. 

As chairman of the Senate Aging Committee, I see this hearing 
as an important opportunity to consider not just issues related to 
Alzheimer's disease, but also the more general issues that loom 
over the American long*term care delivery system. We all are in- 
creasingly aware of the need for long*term care reform More 
people are living lon|rer, requiring more care, at home, in the com- 
inunity, and in nursmg homes. Given current demographic projec- 
tions} the demand for services is certain to mu.ihroom. 

Currently, families are providing a gubstantiiU portion of care for 
the chronically ill. For exampie* at least half of those with Alz- 
heimer's disease are cared for at home. We recognize the great fi- 
nancial and emotional price tag of providing around-the*clock care 
in the home* It is time now to assist these caretakers by easing the 
financial burden and by making available more home and commu- 
nity-based services. 

During the past several months, I have been working witti sever- 
al members of the Senate Finance Committee to put tf^ther a 
package of bills to help provide additional long-term care services. 
Each of these bills, the Hom^^ Health Tax Credit Act, the Health 
Care Coordination Act, and the Independent Community Care Act, 
would, if enacted} make it substantially easier to care for older 
family members, including those with Alzlieimer^s disease, in the 
home. I 

Don't let me mislead anybody that home care is the only appro- 
priate mettK)d of dealing with problems such as Alzheimer's. It is 
not There is a substantial portion of the population, that must 
have access to institutional care, such as the excellent kind of care 
given here. 

It is my hope that the committee and Congress will take further 
action in the long-term care area. We are here explicitiy today to 
learn what more we Cttn do and how greatiy we need to do it 

Let me just say, before I yield to Senator Fressler for his intn> 
ductory remarks, how pleased I am that Senator D^Amato is here. 
Senator D'Amato, although not a member of the Aging Committee, 
is entitied and invited to sit with us this morning. When Senator 
D'Amato heard we were having this hearing, he came to me and 
said he really cared about the problem. It was a m^or problem for 
the people of his State. 

He has thoughts he wants to share with the committee and 
wants to testify before the committee and participate in the hear* 
ing> I want to commend your Senator, Senator D^Amato, on his ini- 
tiative* ; _. - - . 

The Senate, if you believe what the newspapers say, is either in 
session this morning or has not yet returned from vacation. In any 
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event, Senator D'Amato is here, because he cares about this prob- 
lem and because he cares about bis constituents. 
Al, I commend you. 

STATEMENT BY SENATOR LARRY PRESSLER 
Senator Pressler. Mr. Chairman, I shall be very brief} so we can 
hear the ^tnesses and hear Senator D^Amato. I want to begin by 
commending Senator Heinz and his staff for the outstanding work 
they have done in oiiganizing this hearing. His staff, particularly, 
should be commended because they have been most cooperative, as 
has Senator D'Amato's staff. Often, the staff people do the work in 
organizing these things and do not get ttie recognition they de- 
serve* 

I hai not really heard of Alzheimer^s disease before about 5 
years ago. I had a personal reason for learning about the disease— 
my fotiier contracted it. Since that time, I have become very well 
informed about it This tragic disease is costing the country in the 
neighborhood of $26 million a year^ in terms of nursing home costs> 
home health care, and lots of other costs, such as loss of {Nroductiv^ 
i^. I believe that it is time we all become well informed about it 

The point is, that if we could fmd a cure or a treatment for this 
disease, we could save a lot of moneys besides preventing the tragic 
human losses involved. 

I want to commend the media, for their assistance in this effort. 
In the last 2 years. Alzheimer^s disease has become a subject in the 
forefront We are starting to realize that a laige portion of our 
nursing home admissions are a result of Alzheimer s disease. We 
are waking up to the foct that this is a big fiactor, not only for the 
elderly population, but in terms of what we previously would have 
defined as senility. 

We also are struggling to redefine some of the medicare regula* 
tions under which degenerative diseases are not covered. Increased 
funding for research also is needed. I sponsored an amendment in 
the last Congress to increase the funding for the National Institute 
on Aging by earmarking fbnding for Al^eimer^s research. I be^ 
lieve this is most important 

In the very near future, we will be going to Senator D*Amato, 
who is on the Appropriations Committee, to seek more funding for 
research* This research will s^ve money in the long run, a^de from 
the human losses that could be prevented. 

Let me sa;^ ttiat I know that we are going to hear from many 
important witnesses today, including representatives on the Alz* 
heimer's sum>ort group. In the last 3 to 5 years, Alzheimer's sup- 
port groups nave sprung up across the country. Recently, I held a 
hearing in Sioux Falls, S. Dak. The Alzheimer s Disease and Relat- 
ed Disorders Association has a very large support ^up for the 
spouses and loved ones of those suffering from Alzheimer s disease 
in that city. They meet and discuss how to cope with the diseases, 
especially in its early stages, where ttie patients are cared for at 
home. The association has increased awareness about this disease. 
- It is within the last 3 years that we have seen several TV.spe* 
cials and several articles written about Alzheimer's disease. This 
tragic ailment has become better known, thanks to the efforts of 
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the media. We have lots of work to do. If we could find a cure or 
treatment for this disease^ we could save a lot of human anguish, 
and save a lot of money, at a time when we have a $200-biUion* 
budget deficit 

I have Joined Senator Heinz in sponsoring legislation, tike S. 
I30I, which would allow tax credits for expenses incmred in ttie 
care of elderly fomily members. 

We must get the National Institute on Aging to focus more of its 
attention on this disease. That is where Senator IVAmato will be a 
key, as a member of ttie Senate Appropriations Committee, as will 
Senator Heinz of the Finance Committee. 

Today> we are at a nursing home and hospital that has between 
600 and I>000 beds, depending on how you define them. In South 
Dakota, where I chaired a hearing on this issue last montti, nurs^ 
ing homes averaged around 40 beds. While each State has a differ- 
ent set of problems, Alzhetmer^s disease is a threat to us alL 

I have had discussions with my State's nursing home directors 
about the new prospective payment regulations. We sometimes 
take a different point of view on the way some of these programs 
are structured. That is what these hearings are all about. 

We will take back to Washington what I learned in the rural 
areas, as we will take back what we learn here today. Then ttie 
Congress will have to mesh it together, and thav is a difficult job. 

We are here today to learn tilings we can use legislatively in 
dealing with the tragedy of Al^eimer^s disease. 

I wrote an article on Alzheimer^s disease for People magazine, 
July 12, 1982. It is two pages long, I would like to insert ttiat arti* 
cle into ttie record. 

Chairman Heinz, Without ob^^ion, so ordered. 

rnie article referred to follows:] 
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Senator Prbssler. I conclude by again thanking you> Mr. Chair* 
man> and to you Senator IVAmato, we will be comi^og to see you on 
the Appropriations Committee soon. We are glad to see you here. 

I also want to thank the home for hosting us, I understand that 
the Jewish Home and Hospital for Ag^ is one of tiie oldest iB the 
country^ and has provided services iB one form cr another for 
many years. This gom back to the last century, as I understand it 

Sq» it is an honor to be here, I am a Senator from Soutii I^ota^ 
far away from New York. I am here to listen to the problems and 
learn, as I am sure my colleague. Senator D'Amato listens to your 
problems. 

Thank you. 

Chairman Keinz, Lest you feel that Senator Pressler has never 
even flown over New York, it should be pointed out that as a 
Rhodes scholar I know he had to get from S^uth Dakota to Cam* 
brid^> in England, and he must have been in New York on some 
previous occasion. 

Thank you for your excellent statement. 

I commend Senator D'Amato and welcome you^ Thank you for 
being here. 

STATEMENT BV SEN ATOR ALFONSE M. D'AMATO 

Senator D Amato. Let me thank you, Mr. Chairman, and the 
Special CSommittee on Aging for bringmg this important hearing on 
this problem, to New York City. This disease plagues not only New 
Yorkerst but our seniors throughout the Nation. 

I also commend Senator Pressier for his interest and for his 
thoughtfUlness in this area, and for the concern that both you> Mr. 
Chairman, and Senator Pressier bring on behalf the families and 
those who are afflicted with Alzheimer^s disease* 

I am indeed thankful for the opportunity of being able to testify 
on this dreaded disease that brings persoiial and financial tragedy 
to the suffering and their families. 

I realize that more Federal involvement is certainly required, 
and hopefully we can discuss tiiose possibilities* 

I am honored that the Special Committee on Aging has asked me 
to testify at this important hearing on Alzheimer^ diiBease. 

When I was elected to the Senate in 1980, 1 promised the elderfy 
of New York State that I would fUrther their causes in Congress. 
After becoming fhmiliar with the devastating effects of Alzhetmer^s 
disease, or semle den entia, on both the sufferer and their families, 
I realized that more Federal involvement was required on research 
into the causes, treatment, and cere of this dreadiUl disease. 

Alzheimer's disease is a common disorder that destroys certain 
vital cells of the brain> resulting in senile dementia. Although pos* 
sible at any age» it is most common witii those over 65 years of age. 
The symptoms of Alzheimer's disease are slow and treacherous. 
Memory is the first casualty. There is no known cure for Alz* 
heimers disease. It is irreversible and the deterioration process is 
unrelenting^^Most tragically, it is one cf the most ignored diseases 
- in our lifetime. - - . 

The scenario for an Alzheimer^s disease sufferer is saddening. 
The slow deterioration the mental capacity is usualfy viewed as 
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a normal a^ng process. This^ as we all know now, is simply not 
true. Al'Jieimer's disease is a pathological disorder. As the disease 
progresses, the sufferer becomes dangerously forgetful and increas- 
ingly detached. Finally, when an Alzheimer^s patient has been in- 
stitutionalized, he or she niay die a near vegetable. 

Up to $20 bUlion annually is spent on iUzheimer^s disease. It is 
believed that close to 25 percent of all nursing home patients suffer 
&om this hopeless disease. 

Where there have been some encouraging advances in the study 
of Alzheimer^s disease, we still have a long way to go. Meanwhile, 
the toll this disease has on the elderhr is tragic^ Alzheimer's disease 
affects 5 to 10 percent of those over o5, up to 1 million citizens. It is 
estimated that 100,000 people die annually from Alzheimer's dis- 
ease. Since the number of Americans over the age of 05 is increas- 
ing, these flgures will also increase. 

Though there are many theories on the cause of Alzheimer^s, 
there is little now we can do for the sufferer. Many drugs are being 
tested to improve cognitive functions by the sufferer, but the af- 
flictedf in most cases, die a slow and sad mental death. It is just, 
therefore, that the Federal Government is taking the initiative 
with Alzheimer's disease. Research funding is now approximately 
$22 milUon^ 

Mr. Chairman, as you and I and Senator Pressler have discussed 
both in the Senate and here today, this is simply not enough. We 
must, on the Federal level, rededicate our efforts V more than just 
rhetoric* 

Therefore, I am pleased to suggest to this committee that I will 
work with both you and Senator Pressler in doubling the amount 
of money that the Federal Crovernment now designates to that area 
of reisearch* I believe that by doubling those funds, we will show a 
substantial increase in dementia breakthroughs. This will be a pru- 
dent investment. 

In addition to doubling the amount of money for research of this 
dreaded disease, I think it would be more beneficial to have a co- 
ordinated effort between the various concerned institutes to see to 
it that this research is done in such a way as to maximize the bene- 



My statement continues on and on. It relives the horrors of 
many who were asked to come here today. They have seen how this 
disease strikes not only the victim, but the family and society- 

Certainly^ there can be no greater area of concern for this com^ 
mittee. It should commit itself to the kind of research capabilities 
that eventually will bring this disease under control. 

I once again would like to commend your leadership. Senator 
Pressler and Senator Heinz, and I pledge to you both that I will 
work with you in this session of CSongress to give some real mean- 
ing and substance to the battle against Alzheimer's disease, 

I believe some of the evidence that has linked aluminum concen* 
trations found in the brain, with the question of whether acid rain 
or certain kinds of diets> and use of certain materials, have aided 
researchers in finding the elusive cause of this dreaded disease.. I 
am certain our researchers can find the cause and cure if we give 
them the tools, finances, and firepower to do it. 
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To that extent, I look forward to not only pushing for more re- 
search funding in capacity aB a member m the Appropriations 
Committee^ but also, John^ I would be delighted to coi^nsor your 
legislation, S* ISOl, that ofiTers aid to Alzheimer^fi diseaae sufferers 
and their families. 

Thank you very much. 

\The prepared statement of Senator IVAmato follows:] 



I am hoDored that the Special Camtnittee <m Aging has ask^d me to testify at this 
important hearing on Alzheimer's disease. 

When I was elected to the Senate in 19S<^ I pt^mised the elderly of New York 
State that I would fUrther their causes in Congress. After becoming fiuniliar with 
the devastating effecte of Alzheimer's disease, or semte dementia, on both the suffer- 
er and their families^ I realized that more Federal involvement was required on re^ 
search into the causes* treatment^ and cure of this drea^teit disease. 

Akheimer's disease Is a common disorder that destrogn certain vital cells of the 
brain* resulting in senile dementia. Although possibte at any «ge, it is moat common 
with those over 65 years of we* Ilie symptoms of Alzheimer's dtsease are slow and 
treadierous* Memory is the nrst casualty. There U no known cure for Ahsiieuifer'e 
disease* ' U irreversible and the deterioration process i^ unrelenting* Moet traglca^ 
ly» it is one of the moet ignored diseases in our nfetime* 

The seoenario for the Alzheimer's disease sufibrer is saddening* Tlie slow deterio- 
ration of the mental capacity Is usually viewed as a normal aging process* This, as 
we all know nowi is simply not true> Al^lmer^s diseaae is a pathological disorder* 
As the disease progresses, the sulferer becomes dangerously fovgetM and increas- 
ingW detached* finally, when an Alzhdmers patient has been ingtitutionellzed, he 
or Uke may die a near vegetable* 

Up to $20 billiim annually is spent on Alzheimer^e disease* It Is believed that close 
to 25 percent of all nursing home patients suffer from th^ hopeless disease* 

Where there have been some encouraging advances in tM study of Alzheimer^s 
dise^ee^ we still have a long way to gu Metmwhilei the toll this disease has on the 
elderly is tragic* Alzheimer^ disease affects 5 to 10 percent of those over 65j up to a 
million citizens. It Is estimated that 10(^000 people die anaueUy from Alibemier^s 
disease* Since the number of Americans over the age of 65 Is increaslngi these fig- 
ures will also increase. 

Although there are many theories on the cause of Alzheimer's dleeaoe, tlwre is 
little now we can do for the sufferer when he or she contracts this disease* Many 
drugs are being tested to improve cognitive functioning by the Alzhetmer^s patient, 
but the afnict^, In moet cases^ dies a *}jQm and aad menUd death, even though the 
physical being mi^ last for years longe.* 

It is just, therefore, that the Federal Government Is taking the Initiative with Alz- 
heimers disease. Research funding for senile dementia is now ajppx^ximatety ¥22 
miliion. This figure should increase to $25 mUlion in fiscal l^M. 

I commend the Secretary of Health and Human Servicesi, Margaret Heckler, for 
her concern over this disease. She has assembled a task force on Alzheimer's disease 
to develop a strategy for dealing with this disease. I expect fine results trom this 
task force. OirrentlV, federally funded senile dementia research is conducted by 
four separate agencies. I hope this task force will rocommend a more consolidated 
Goverrment effort 

! also believe more should be done to help the sufferer and their failles cone 
with Alzheimer's disease. The imznediate cause for worry about an afflicted Alz* 
helmer's disease patient is personal safety. As we all know* simple abeentminded- 
ness causes many accidents, but senile dementia can be fatal In the disease's later 
etagest precautions must be taken to protect the suffer ftom his or her own unwft^ 
ting actions. 

The next bjfixest worry is the high cost of caring for these sufferers, it is estimate 
ed that over $17,000 per year is spent on each Ahheimer^s disease patient In the 
initial stages of the disease, frequent visits to doctors and possible loss of employ- 
ment could amount to much of the total financial burden* Although this disease 
mostly affects the eUerty^ medicare does not cover its expenses* In a recent letter I 
received, the spouse of an Alzheimer's sufferer was frantic because she had onty 
enough money to laet^ at moet, for another year of pi^jong for nursing home care for 
her husband* Besides being a monunMntai emotional burden* Alzheimer^s disease 
also becomes a financial burden. 
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It would be tough to imrgine watching a loved one slowly drift away fVom you. I 
am aware of many storiee where huebands or wives of Alzheimer's patknta are 
forced to put their spouses into institutions against their will to do so. The afHicted 
must eventually be cared for like a small child. As this disease progresses, the 
family often exporiences tremendous stress at seeing a family member mentally di- 
gress. As one recent magazine article stated, "For the family, it is a haunting sense 
of loss of the person who is Ftili with them.'* The family feelfi guilty because they 
are able to do so little. 

There are^ however, many groups around t{)e Nation tha^ assist these families. 
Discussions in these support groups center around helpful suggestions to make life 
easier for sufTerers sna their families. Many groupe actually assist the family by 
providii^ professional day care in a homeiike environment. Services like this help 
delay the sorrow and expense of institutionalization. It is my wish that these factors 
also be considered when addressing the problems of Alzheimer's disease. 

Obviously, finding the cause and cure for Alzheimer's disease is the most impor- 
tant obiective, but as we tind out more information regarding this disease, we must 
also help care for the current sufTerers and their families. 

Alzheimer's is a tragic and silent disease that must be stopped. In this age when 
we live longer than ever befbre. many of our elderly are still experiencing the obliv- 
ion of Alzheimer's disease* 

Before I jojn this distinguished panel, I want to commend the Special Committee 
ou Aging for its involvement in this issue. I hope that with congressional commit- 
tees ana the administration's task force on Alzheimer's disease working together, 
Alzheimer's disease will someday be conquered. 

Chairman Heinz. Thank you for a truly excellent statement. We 
are honored to have you as our first witness. 

I will turn the Hoor over to Senator Pressler for questions. 

Senator Pressler. I just wanted to sey that I commend you for 
your statement, and the estimates that you have given are conserve 
ative estimates, yes. 

My staff estimated 2 million persons suffer from Alzheimer's and 
120.000 persons die each year. This disease now costs society an es- 
timated $26 billion annually, not estimating loss of productivity. 

Also, the prospect for the future are staggering, as experts pre- 
dict that in 40 years there will be 43 million persons age 65 or 
older, or nearly double today's elderly population. That is when the 
crunch comes* 

If that occurs, without Finding solutions, we are talking about, in 
today's dollar^ $50 to $60 billion. I just want to commend you as a 
member of the Appropriations Committee. You have said it well 
here. If we could And a link on this disease, we could save literally 
billions of dollars in health care costs. 

Senator D'Amato. It is kind of like the environmental questions. 
Vve o^e now seeing statements, in making cost esMr^ates^ that the 
dollars s^r^^it in preventing, whether it be the contamination of our 
freshwater drinking suppFies, will eventually give us a savings of 
an3rwhere from 20 to 40 times that dollar. Those are very, very 
minimal costs. 

I would suggest that the dollars we spend here in research, not 
to mention the human traced};, loss, suffering--sufFering that takes 
place with the femily, which is so disheartened to have to commit 
someone to a nursing home; the economics of the situation will pay 
dividends thousands of times over. 

It is the best kind of investment we can make. That coming from 
a fiscal conservative, you know, my career somewhat, and as I have 
indice^d to you^ I look forward to working with you, to see that 
this becomes the law when we go back to Washington. 

Thank you very much. 
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Chairman Heinz, Thank you. Our next witnesses are Dorothy 
Kirsten French, Peggy Morscheck, and Peter Strausa Will they 
please tske ttieir places at the table? 

I would like Dorothy Kirsten French to be our first witness. We 
welcome you to the committee and Uiank you for having come a 
very long way indeed, I ttiink we are all very eager to hear what 
you tell us* 

STATEMENT OF DOROTHY KIRSTEN FRENCH, LOS ANGELES, 

CALIF. 

Mrs. Feenchl I am an opera singer. JAy professional name is 
Dorothy Kirsten. For 28 years, I have eiyoyed a very happy mai^ 
riage to John Douglas French, a prominent netunosurgeon, co- 
founder, and director for over 20 years, of the world^nowned 
Brain Research Institute, UCLA; 

My husband has Alzheimer^s disease. 

What a supreme irony that he should be stricken by a disease of 
the brain, to which he has devoted all bis medical years. 

With tiiiig particular disease, there seems little hope for preven* 
tion and cure for our generation, but we had better get busy to 
help the next generation. In facti Alzheimer^s disease is ttie fourth 
most common cause of death in the United States. One fanuly out 
of three will see one of ite members succumb to this horrible dis^ 
ease. 

There are 2 million people with Alzheimer's in our country. That 
is not counting the ones who are hidii^ it just as I did. 

When the doctors told me ttiat Jack had Alzheimer^s, I could not 
believe it^ nor could I accept it It took months for me to lose all 
hope and [ finally resign myself to the foct that he was never going 
to get better, but would only go downhills step hy step, losing one 
faculty after another. 

He, ^o had been the author of 98 important medkal publica* 
tions, could no longer writer nor could he read. I watched him 
wither as he lost his ability to drive, to work, to golf} and to ez\joy 
our lives toother. 

I am convinced that he suspected what was hap^ning to him 
from the very beginning, because we discovered published material 
on Alzheimers disease hidc^r^ in his desk. 

The emotional upsete have been tenible. Jack pute his arms 
around me and cries. We both fall apart I know now ttiat I will 
lose him. While he was still walking to his office^ I would put a 
card in his pocket with his namsi address, and telephone number. 
He was lost twice. One time he walked several miles to a house we 
had lived in years ago. We knew then that he would have to have 
someone with him at all times. 

Persons with Alzheimer's disease must bo supervised on a con* 
tinuous 24*hQur basis. Sports have always been an important part 
of Jack's liife. Now it means nothing. He seldom shows interest in 
television. When I finally decided to go public, after hiding our 
agony for months, I gave an interview which appeared in the Los 
Angeles Times. It generated an intense response. Within 2 weeks, 
we received 200 letters* Ahnoet 100 percent of these people had 
members of their family afllicted with ttiis disease. 
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May I read a very short letter^ which gives you an example of 
the kind I have been receiving* 

D£AR Mb«' Feench; Bless >ou Tor ^our candor. My own lire is so much easier to 
bear since your article My mother is 76 and lives with us. and now at least I have a 
name tor what I am dealing with. It helps so very much to relieve the inner tension 
and pain, and to help me to grow In compaseion for her. 

Many of these victims were said to be brilliant minds— lawyers^ 
doctors^ successful businessmen^ and» like my husband^ fit indUvid- 
uais. It b up to us to bring purpose to the loss of these great minds. 

Jack is still at home with nurses around the clock. His doctors 
tell me he could live for 10 oi; more years. As long as he knows me» 
I will try to care for him at home. There is nothmg more I can do 
for my husband, but in order to help others^ I am eager to join the 
Tight in combating this horrible disease. 

Consequently, as a tribute to my Jack» I have formed the John 
Douglas French Foundation for Alzheimer's Disease* 

Gtentlemen, it is my great hope that your committee will encour- 
age and support research work on the chattges in the brain that 
lead to this catastrophic illness. 

Colleagues of my husband are doing research whkh already 
show promising leads. 

The other very important way in which your help is desperately 
needed is relief for the families going broke. Three nurses around 
the clock, LPN's, licensed, cost |288 per da^, $8^640 per month, 
$103,680 per year. If patients need only practical nurses, costs are 
$198 per day, and $73,000 per year. 

How many friends do you have who can stand that kind of cost^ 
and for how long? In my opinion, there should be medicare funds 
available for the home and hospice care <^ patients with Alz- 
heimer's disease. Retirement benefits are far too minimal to meet 
the cash outlay for nursing. 

Thank you. Senator Heinz, for inviting me to appear before your 
distinguished committee. I only hope I have succeeded in explain- 
ing how desperate the need is for your help. 

Chairman Heinz. I think you have succeeded beyond words. 

Mis* French* Thank you* 

Chairman Heinz. I also want to welcome you belatedly back to 
New York* You sang for many years with the Metropolitan Opera* 
Mrs. French. Yes; 34. 

Chairman Heinz. I was not going to mention the number of 

years* 

Mrs. French. I do not mind. 

Chairman Heinz* You have a splendid following in this city to 
this day* I am sure many of the people in the audience welcome 
you back but are sad that you have come back under these circum- 
stances. 

I thank you for what is a truly moving account of just one expe- 
rience with Alzheimer's, with a loved one. When you multiply 
somewhere between 1 and 3 million families, that being the 
number of people who are believed to be afflicted* We do not know. 
The disease is not well understood, as Senator Pressler has ex- 
plained* 
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I recently lost a great aunt who may weU have been afflicted 
with Alzheimer^s disease for the past 10 years. She wafi not diag- 
nosed with having it or not, as the case may he. 

I think people will b^gin to get some idea of the human and emo- 
tional toll it takes on the people who love the afflicted, as you 
clearly loved your husband. 

We want to commend you on having formed the foundation. Any- 
body who is interested in that, I textst and hope they will take cog* 
nizance of it 

I happen to have some questions for you^ but will ask our other 
witnesses to speak. Then I will return to you. 

Thank you again for what is not an easy thing to do, to tell it not 
only like it is, but how you feel it is. 

CDie prepared statement of Mrs. Ftendi follows:] 

PttkPAiw STATkkxKt OF Doiumfv KiBsiKN F^umca 

1 am Do(rothy Kirsten fVench. Vm a profeeaional singer ydio has sung at the Met* 
ropoHtan Opera for S4 years. Radio, teievkiont and motion jiictuTes have also been 
an important part of my <^areer. For 28 yeexBr 1 have enjoycNTa ^rery har?y marriage 
to John Douglas FVencn. a prominent neuFOdungeoa, who was tlw cofoander and ai- 
t«ctof for over 20 years of the Brain Beaearch Institute at UClA. 

My husband has Akheimer^s disease. 

Wiat a supreme from' that he should be atricken by a disease of the brain, to 
which he has devoted alt his medical years. 

With this particular disease, there seems Uttle hope for prevention and cure fbr 
our generation^ but we had better bui^ to help Uie next generation. In fact» Alz- 
heimer^s disease is the fbiurth most oommon cause of death in the pnited States. 
One family out of three will eee one of its members succumb to thr^ devastating 
disease. 

I have emoyed a beautilul marriage of 28 years with Jack French, and we have 
both worked very hard in our professions. Our careers s^iarated us much of the 
time. Now, when we could be enjoying our lif^ together^ this hellish nightmare is 
destroying us* 

I watched him wither as the things he loved iKst were taken away from him one 
by one^his work, his car>goU. and the life we used tohavetwether.lt was dif^^ 
to explain* o him why he oouU not drive anymore. He would go to his oilka every 
mommg as usual but would come home early* seemingly exhausted At home# he 
would sit at his desk for hours shifting paperg, not really accompUshitig anything. 
So many times we would find him bent over bis desk holding his nead* emotionally 
upset It was shortly thereafter that we discovered he liad hidden in his desk pub* 
lished material on Akheimer^s disease. I am convinced that my husband suspmed 
fVom the beginning of his memory loss that he was one its victims. 

Jack was a strict disciplinarian about his weight, and as a golfer, loved to walk. 
Knowing exercise was good for him> and since he could no longer drive, I urped Jack 
to wdk to his ofHce. U was less than a mile and a very sunple route. Fearful that he 
could lose his way> 1 would put in his pocket a card with his naine> address* and 
telei>hone number. Even though that seemed to give him a feeling of security and 
the independence he needed* he was lost twice. One time he had walked several 
miles to a how we used to live in years ago. Fortunately^ the gardener recognised 
him and brought him home. We realized then that he would have to have someone 
with him at all times. 

1 have been trying to recall when Jack^s illness first began but that is difficult. At 
least 4 years ago I noticed my husband was becoming very forgetiul. He beigan to 
loee thinge* forget my blrthday> our anniversary, and the little things which become 
so important to people in love. But 1 had not the slightest idea that he was becom- 
ing seriously ill, and often teased him about being the "ahsentrainded professor." 

He worked so hard to keep h{s terrible secrete that 1 was almost the last to know 
that he >vas ill* This brilliant man could not believe himself what was happening to 
him. 

When I was first tdd that my husband had this dreadful disease and there was no 
hope, no cure> but only slow deterioration of his brain* 1 could not accept it. 1 plead- 
ed with his doctors to do more tests. Now* of course, all the fhmtliar symptoms are 
there- He hardly utters three words which make sense. He> who had been the 
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author of 98 important medical publications dealing with the brain, can no longer 
write. Nor can he read* Ho is completely incontinent, this very private man whom I 
knew to be so fastidious. He sita and holds hia head repeating* ''it's no good/' 

Jack constantly wanders around our home with his nurse following him to keep 
him from hurting himself. He has the desire to turn on the gas stove, open every 
faucet, and puU at the doorknobs. He opens a door as though looking for someone* 

Sports have always been very important in n\y husband's life, but now they mean 
nothing to him. He seldom shows interest in television. Physically, his doctors say 
he has a young body for a man of '^l years. The brightest moments of his day are 
when food is put before him. He is alws^s hungry and it's not easy to satisiy his 
appetite. 

It is necessary to have nurses around the clock to care for him. He is perpetual 
motion between his medications. E^rsons with Alzheimer's disease must be super^ 
vised on a continuous 24 hour basis. 

Senators, what can you do to help in this dreadful problem? 

I was still singing at the Met occasionally in 1979 and v^elt into writing my mem* 
oirs* Jack was editing for mej before the material was sent to Doubleday, and he 
was wonderful. At the same timej he was writing the history of the Brain Kesearch 
Institute at UCLA. I have often wondered if the pressure of all he was trying to do 
at that time was too muchj for shortly thereafter he seemed to completely lose his 
touch* He '^ould cany the same papers back and forth to his office but had written 
no new materia) for days. About this time* we received a notice from th& bank that 
Jack was overdrawn. In looking over his checkbook we found many mistakes; some 
bilb had not been paid \MU some were paid twice* It was then that I coaxed him to 
let my secretary take over those responsibilities. His writing had deteriorated so 
much that it was diflicult to read his signature. Following this crisis, we discovered 
bis inability to count money. Jack could not tell the difference between a nickel and 
a dime. I worlced with him each morning trying to jog his mcmoryj showing him 
over and over that 2 dimes and 1 nickel make 25 cents. It was futile and so crushing 
to him. He visited a therapist at the university several times a week who tried to 
recover his reading abtUty* which was disappearing rapidly. Those were horrible, 
painful days for my Jack. He would look at me as though wondering if I was aware 
of what was happening, then suddenly would put his arms around me and we would 
both be dissolved in tears. Never have we mentioned Alzheimer's disease to each 
other ] 

The interview which appeared in the Los Angeles Times on July 19 of this year, 
when I decided to "go public," after hiding our agony for months, generated intense 
response* The newspaper* within 2 weeks had received nearly 200 fetters, 90 percent 
of which were from spouses and families whose members are afHicted with Alz^ 
heimer's. Most of these victims were brilliant minds— lawyers, doctors, successful 
businessmen, and, like my husband, physically fit individuals* 

1 have set aside my career so I can be with Jack and care for him, but our lives 
seemed to have no purpose* I was feeling extremely sorry for myself and for Jack* 
until suddenly it occurred to me that though I can do nothing more to help him* I 
can do something to help others in Hghting this catastrophic ailment 

Consequently, I have formed the John Douglas French Foundation for AIzp 
heimer^s Disease as a tribute to my husband* 

It is up to U9 to try to bring purpose to the loss of these great minds^ 

Distinguished Senators; my heart goes out to you for trying to be of helpi 

Chairman Heinz* Our next witness is from Philadelphia^ and I 
take some parochial pride in introducing Peggy Morscheck^ coordi* 
nator of the Greater Philadelphia Chapter of the ADRDA— Alz- 
heimer's Disease and Related Disorders Association. It is one of the 
many chapters springing up around the country as Senator 
Pressler indicated earlier today* 

May I add that Ms* Morscheck is a former director of Services 
for the Elderly and the Blind, Philadelphia, a member of the Na* 
tional Association of Social Workers, National Council on the 
Aging, and National Gerontological Council of America* 
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STATEMEMT OF PEGGY MORSCHECK, ARDMORE. PA., COORDINA- 
TOR. PHILADELPHIA CHAPTER, ALZHEIMER'S DISEASE AND 
RELATED DISORDERS 

Ms. MoRSCHECr Thank you for this ofi^rtunity to speak to you 
and to convey several ideas to you. I think it is important, given 
the numbers of families affected, and given this is a disease which 
hds> as yet— we have not discovered a cure or treatment for it^to 
find out what the needs of the families are, and how tltoee needs 
can be met, other than research. So the role of chapters is very im- 
portant in that 

I also appreciate the opportumty to represent my profesMon and 
provide a little Mt of information about the role that social workers 
can play in serving the fomilies of people wiUi Alzheimer's disease. 

I am the coordinator of the Greater Philadelphia Chapter of the 
AlzheUner's Disease and Related Disorders Assodatiom 1 df 79 
chapters throughout the Nation, with an anticipation of having 
about 100 chapters hy the end of the yean 

I am a social worker with 10 years of experience working with 
the elderly and their foniilie& I am the daughter of an 83-yearold 
woman^ who^ 3 years ago was thought to have Alzhetmer Sy untU 
we went through a S^'tay diagncH^tic process, where it was found she 
had a reversible cause for her syniptoms that appeared to have 
been Alzheimer^s. 

ADRDA of Greater Philadelphia started about 3 years ago this 
month, and started with three fomilies gettii^ together whose rda- 
tives had Ahrhetmer^s disease. 

At that time> they ^rew very swiftly indeed* We have a mailing 
list of about 2,000 individuals, two^thiras of whom ai^ family mem- 
bers, one^third of whom belong to various professions and are paid 
givers of a variety of professions. 

Every month at this point, for the last 6 months* we have gotten 
about 200 new requests for assistance from fomily member?, in 
regard to Alzheimer's. Functionally, or in &ct, we started out to 
cover not much more than five counties of southern P^nnenrlvania. 
We now respond to the needs of both professional and fomily mem* 
bers in the eastern third of Pennsylvania* central and southern 
New Jersey, and northern Delaware. We anticipate continuing that 
kind of support and response for the next year or two, whOe we 
concurrently work very hard to help people in those areas develop 
fomily support groups and develop chapters belonging to nationfd 
ADRDA. 

At this time, it should be noted that neither Delaware nor the 
State of New Jersey has a chapter whatsoever. Penn^lvania has 
two, belonging to ADRDA; Ohio, seven; Virginia, foun with four 
more coming into chapter status very soon. 

The chapters share with national four different goals: They in- 
clude fomily support and service^ and I think that my board, which 
is totally made up of family members at this point, would say that 
is what I should underscore, the more important goal for us. 

Education is a goal as well Research, support of research, as well 
as public awareness or avoidance^ if we are allowed to say that 
word* 
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The goals are met by our particular chapter What I say is repre* 
sentative of our chapter, specifically^ reflecting what some other 
chapters may be doing— some may be doing more or less* We have 
monthly chapter meetings where anyone is available to come* The 
purpose of the meetings is education, information, and providing 
support 

Counseling and information referral given by phone. Our 
chapter has decided not to provide any direct hard services, but 
rather to emphasize the linking agency between the individuals, 
families, and those existing service that are already present in the 
community* 

So we refer to the services available through the aging systems, 
mental health sgrstems, and health systems* I think we are helping 
them to find what some of the g^ps are in their services as well* 

We also refer to our approximately 30 local family support 
groups around the area we cover* 

Last year, nt this time, there were about 5 fiunily^ support groups; 
there are now 30* You can see the growth, both in numbers and 
numbers of support groups, is phenom^ial* We produce and distribK 
ute a bimonthly newsletter* We send an information packet to each 
individual who contacts us regarding Alzhdmer's* 

We spend a great deal of time providing inservice training pro- 
grams for staff at hospitals, nursing homes, and home health agen- 
cies around the area* 

We have found that it was not enough to provide assistance to 
families; we needed to provide assistance to people s'^rving the fam* 
ilies as paid caregivers, whether in the home, communi^ setting, 
or institutional setting* 

We also sponsor conferences and seminars* And we do, just skip- 
ping on, since time is running, emphasize trying to service the ap- 
proximately 50,000 individuals in the Greater Philadelphia area 
who are estimated to be afflicted with Alzheimer's, and more than 
100,000 of their friends and relatives who are also affected by this 
disease* 

Two specific needs have come across to us that we need to share 
w'vh you; one of them — more available multifaceted diagnostic cen* 
ters* This is a disease that is not easily diagnosed* It cannot be di* 
agnosed by any single service* Om must have a comprehensive di- 
agnostic process, including a good physical exan^ination, which 
pays attention to nutritional status and habits, as %7ell as to the 
amount, number, and kinds of drugs taken by the individual; a 
good neurological worliup; and a psychosocial assessment* 

Without the results or all three of these types of tests, one may 
misdiagnose someone, and, as in my mothers case, not find they 
had a revei^ible cause for the disease or symptoms they exhibited* 

There are six of those centers in southern Pennsylvania that can 
do this kind of work* Hiere is not another one between Philadel* 
phia and Harrisburgf and the middle of Pennsylvania has no cen* 
ters to go to. 

I am sure tliat is true in manjf parts of the country* That doesn*t 
take a great deal of money, but it takes coordination of the already 
existing health, mental health services we have available to us* 

Second, we do need more in^home care, particularly respite 
care^companion care, high-quality, well'trained, not necessarily 
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with many degrees^ but well^trained, effective companions who go 
into the home and provide respite for several hours a day, 1 or 2 
days a week, so the individual caregiver in the home can get a 
break. 

Chairman Heinz. Although you did not put them into the record* 
your prepared statement has three specific examples in it of 
people, Mrs. Jones> Mr. Smith, and Mr. Green* 

Ms. MoBSCHECK* Thank you. The other respite care would be 
adult day care. We have» in our area, almost enough adult day care 
facilities to handle the need Our problem is that the staff of the 
focilities are not capable of dealing with the Alzheimer's patient 

We need staff training and financial assistance to allow families 
to purchase that service of adult diiy care, where in our area costs 
anywhere fh>m $ld to $37 per day, again within a community al* 
lowing a person to have a break or to ra) and work. 

One other aspect l would ask, that-uiis has to be-investigated. It 
seems to me the boarding homes are a poceible resource for Alz* 
heimer^s paUents that bad been ignored and not fully developed If 
people need total personal care, but do not need nursing care, 
boarding homes can provide this care. However, the perscmal care 
boarding home regulations in our State and many States nation* 
wide are such they cannot care well for the&e people. You are sup* 
posed to have good access in aad out of a home. If you allow that, 
Alzheimer^s patients wiU wander and become a dan^r to them* 
selves* One needs to have a variation in those regulations allowing 
someone to put a fence around the facility and allow the patient to 
wander within a constricted ground, 'Hiat is an example of several 
modifications that, if made, would provide a whole new resource 
for housing of these individuals when they can no longer be cared 
fbr at home 

Thank you. 

Chairman Heinz. Thank you very mucK 

\The prepared statement of Ms. Morscheck follows:] 

PREPAIED StATCMBNT OF PBGQV MORSCKBCK 

Mr. Chairman* I thank you and all the member? of this committee for the oppoi^ 
tuntty to pre^t the needs of familioB of those individuals who have Alzheimer^e 
dbea^, along with the |ole that chapters of the national oiganization^ Atzheinoer^s 
Disease and Belated Disorders Association [ADRDA]» can pl^ in meeting thoee 
needs* I aleo appreciate the opportunity to represent my profession by sharing with 
you the role social workers can play in working with chapters and assisting fami* 
lies. 

E am the cuordinator of the Greater Philadelphia chapter of ADRDA^ a social 
worker with 10 years' experience in working with the elderly and their fomilleSt 
and the daughter of an S(>-year-old woman, who, 3 years ago appeared to be suffer* 
ing from Akneimer's disease or some other form of chronic organic brain disorder, 

I will first defme an ADRDA chapter and, describe our particular ch^>ter'8 ^oaK 
activities, and planned future role. Then I will present my personal and prof^onal 
ideas about the services which a social worker can immde within the context of an 
organization that began as a self-help group ana remains fundamentally a lay 
person/famib^ oriented entity. I will then delineate the needs of the family members 
of our chapter. 

GREATER PHILADELPHIA CHAPTER, ALZHEIMER'S DISEASE AND RELATED DISORDERS 

ASSOCIATION 

ADRDA of Greater Philadelphia is one of nearly SO chapters throughout the 
United States belonging to the national Alzheimer's Disease and Belated disorders 
Association* It began just 3 years ago this month at the instigation of a dynamic 
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older man who«e wifi* wjuf the victim of both AlzheimeK^ disease and multi'infarct 
dementia. The chapter has grown from its initial gathering of three family members 
attending the first meeting to a mailing list of approximately 2,000 individuals. Of 
those 2,000, approximately two^hirds are family members or friends of someone 
who has Alzheimer's disease or a related disorder the remainder are professionals^ 
such as physicians, nurses* social workers, as well as paraprofes^onai care provid- 
ers. Some 200 additional inquiries and requests for information and assistance come 
to the chapter each month* by mail and telephone* via local referrals, as well as 
referrals from national ADRDA headquarters m Chicago* While the geographic area 
initially defined for ADRDA of Greater Philadelphia was only slightly larger than 
the five counties of southeaslC'm Pennsylvania, this chapter now functionally re^ 
sponds to the needs of individuals residing in the eastern th'rd of Penn^lvaniaj cen- 
tral and southern New Jersey* and northern Delaware, It is anticiiiated that our 
area of responsibility will shrink within the next couple of years as new chapters 
df^lop in other parts of P^nn^lvania, and chapters begin to appear in both New 
Jersey and Delaware* neither of which has chapters at f'M time. 

National ADRDA and all jf its aHiliated chapters share four primary goals: 
Family support and service, education, research, and public awareness. The Greater 
Philadelphia chapter of ADEDA strives toward meeting these ^oals through the fol- 
lowing activities — which are representative of, but not exactly identical^ with all the 
other chapter's activities: 

(If Family support and service 

The chapter office is located in Ardmore, Pa,, a western suburb of Philadelphia, It 
maintains a telephone which can be called from early morning till late at night. 
Through this number^ Indivi^luals can be linked with chapter staff, ofTicei^ and vol- 
unteers who can provide counseling, information about Alzheimer^s disease* referral 
to appropriate existing agencies and organisations, and sympathetic understanding 
from someone who has been going through similar experiences to those of the caller. 

Chapter meetings are held monthly and are open to all interested individuals. 
Three out of every four meetings provide speakers on subjects of interest from the 
fields of medicine, psychology* law* social services, finance* etc. The fourth meeting 
in the series is »n open forum, allowing the informal sharing of concerns and sug- 
gestions. 

ADRDA of Greater Philadelphia is afHliated with nearly 40 local, neighborhood 
family support groups* in which 8 to 20 relatives of Alzheimer^s victims gather to* 
gether once or twice a month to discuss mutual problems and to share experiences 
and helpful ideas for coping. These groups may be total self-help groups or may be 
assisted by an agency or organization. Referrals to appropriate family support 
groups and the encouragement of the formation of such groups are important func- 
tions of this chapter, 

A chapter newsletter is produced and widely distributed every oth^r month* con- 
taining summaries of information from speakeis at chapter meetings, practical 
coping suggestions^ listings of established and newly forming family support groups, 
reference and resource suggestbns, and other pertinent useful ideas and informa- 
tion. Meeting announcements are mailed on alternate months, 

(2) Education 

Individuals contacting thid chapter for the first time are sent an information 
packet, which contains several items, including a bibliography from which articles, 
books* and pamphlets on Alzheimer's disease can be ordered. The chapter is also a 
mfgor diatrfbutor of "The 86-Hbur D^," an excelle^^it handbook for families caring 
for individuals suffering from this disease. 

Chapter staff and v^'unteersare available to do presentation on Alzheimer's dis* 
ease to community groups, family support groups, prof^ional organizations^ col- 
lege* medical and nursing classeSt and personnel of hospitals, nursing homes, and 
home health agencies. Video and audiotapes, as well as slides, are used in these 
presentations^ 

TIte chapter also sponsors and participates in conferences and seminars geared to 
both family and professional interests about the disease. 

Education of the general public is provided through news releases to the media, 
public servico announcements* and periodic participation in radio and television pro* 
grams^ 

tS)Hcsean:h 

The chapter supports medical research on the local and national level through fi' 
nancial contributions* and by providing information and encouragement to reeearch- 
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ers. Efforts ure made to keep chapter members aware of the research efforts going 
on both locally ^-id nationally. 

(4) Public nwartness 

ADRDA of Greater Phila^leiphia encourages legislation for increased medical and 
social benefits to AUbeinier's disease patients and also works to increase the avail- 
ability and acceesibiUty of already existing community-based servtoes. The chanter 
also testifies at governmental hearings on the localj State* and national level re- 
garding the needs of Alzheimer's di^ase patients and their families. Both public 
awareness and education goals dovetail when the chapter attempts to increase the 
availability of services by educating paid caregivers about iHmcoetly ways to provide 
their services to our specialized populatkm. 



As the rapid growth in the numbers of participants in our chapter illustrates, an 
ADBDA chapter can find the demands for its services quickly outstripping the capa- 
bilities of its originally f^il^^-member volunteer '"ataif ' to meet thooe demands or 
needs* Such was the case with this chapter. After coneiderable study and with a 
good deal of trei^datton> the all^f^ily member board of ADRDA of Greater Phila- 
delphia decided last November to hire a partptime social worker on a consultant 
basis, to act as chapter coordinator. At that same time it was decided that those 
services described above would comprise the activities of the chapter^ with the con- 
comitant resolve that the chapter would not become involved— at present and in the 
near fUture— in providiiu^ any direct, ^'hard'* services. It should be noted that all but 
one of the ofllcers and board members of ADRDA of Greater Philadelphia at this 
time were in their 8ixties> worked fiiU time, and had spouses suffering from Al£^ 
heimer's disease residing in nursing homes. MHule not all ADRDA chapters will 
have such older and overextended leadership, this kind of leadership is not unusual. 

It is estimated that within the Greater ^ladelphia area, there are approximate 
ley 50,000 people who have Alzheimer^s disease^ and at least an additional 100*000 
individuals^ such as family members and f^iendsj w^Kwe lives are directly afflicted by 
the impacts of the divase. The implications of this crisis of^ need and crisis of 
growth for the chapter is the need for paid staff to handle many of the mechanics of 
chapter operation. Essentially, a social worker hired to assist an ADRDA chapter 
must be a combination eipediter-counselor^planneradministratar^^munt^ otga* 
niier^ucator^and-social caseworker who can manipulate the environment on 
behalf of family members and their loved ones. This multifaceted role lends itself 
well to the profession of social work* with its emphasis in training upon problem- 
solving and enablingi It should be noted, however^ that this role is appropriate only 
for that transitional period— however long or short that tinoe may be-^uring which . 
a chapter is still young and growing, Just evolving from an overgrown f^ily sup* 
port group to what may become m the future^ a well-establi^ed, fblly staffed 
agency on the local scene. 

Social work training feems to enhance the desires of family members in a variety 
of ways. Most importan: perhaps is the emphasis in social v.ork upon <1) the impor 
tance of the individual* no matter what state He or she is in— the insistence upon 
upholding the value and human dignity of each , irson, no matter how impaired; 
and (2) the principle of heli^ individuals to help i.;emselves to maintain as much 
independence as possible^ for as long as possiblSj no matter how impaired. These two 

Sri nci pies have emerged as the underpinnings fbr all the work dione by ADRDA of 
Greater Philadelphia. 

A tni^or cautionary note should be mentioned here, to preclude misunderstand- 
ing. It seems not only deslral^e but also absolutely appropriate that in all such orgs* 
nizationsf 8uch as ADRDA chapters, family members should maintain the ultbnate 
controlf with policymaking auttiority firmly in the grasp of lay headers. The social 
worker can and should provide Hfomiation* advioof expertise in expeditirte^ the poli- 
cies, but that social worker shculd also remain accountable to a board dominated hy 
family and other lay persons. Otherwise^ the danger is too great that "professional- 
lam" coutd overwhelm the vision and needs of family members and develop its own 
goals* 

Interestingly enough* it has been my experience that many» if not most^ of the 
professionals who have become deeply involved with the workings of ADRDA chap- 
ters and family support groups have compelling personal/f^uy experience with 
the diecaso or its related disorders. They bring a particularly clear insight to their 
endeavors. 
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MAJOR PKOBLEM8 AFFECTING AD FAMtLtES 

The ft.Mowiiu: case studi««j taken from calls and tetters received by ADRDA of 
Greater Philadelphia from family members with relatives suffering from Alz- 
heimer's disease^ are perhaps the best way to introduce the problems encountered 
by many» many families. 

1. Mrs. Jones, age 57i has been caring for her motheri age 78 — a victim of Ab- 
heimer^s disease — at home for the past 3 years. Her mother has been bedridden for 
the last year. Unt>1 this past December, Mrs. Jones, along with her elderly fatben 
had been caring for the older women with no outside helpi At that time she finally 
had to hire a helper for 30 hours t^t weekj at $4 per hour, to augment her own 
efl^Orts. The mother sleeps in a hospital bed set up in the kitchen and attached to a 
winch connected to the cellingi so that it can be raised at one endj since the mother 
has an impaired hip and cannot have her bed cranked up and down. The helper will 
have to increase her hours now, as the older woman nears her last weeks or months 
in the terminal stage of Alzheimer^s disease. The cost for the helper is splat between 
Mt9* Joned> her hatband, and her father. Additional expenses have b^n the $300 
suction machine which is necessary to keep the older woman from choking as she 
attempts, unsuccessfully to swallow food or liquid, and the 4*inch thick eggc rate- 
type foam mattress placed over the bed which cost $90 and will soon need replace^ 
ment, 

Mrs. Jones realizes that her mother is going to die soon and insists on keeping her 
promises to her mother that^ (1) she would * ot be placed in a nursing home, and (2) 
she would net have to die in a hospital setting with all kinds of tubes attached to 
her. Mrs. Jones' primanr concern now is that she do all possible to keep her mother 
comfortable as she declmes. She is proud of the fact that her mother has never had 
a bed sore — she is turned every hour, and her feet rests in a hollowed-out depression 
in the mattress to avoid rareness on the heels, 

Des{>ite all her valiant, and creative efforts to insure her mother^s comfort, Mrs* 
Jones is almost frantic with anxiety^ frustration, and resentment She describes her 
life during the past 3 years as "a living hell"; recounts that her husband is remotely 
supportive but nas taken to living most of his life in their motor home parked on 
the lot, in order to avoid the distress of the house situation; claims that the pressure 
on her and her sister— who relieves her on 2 weekends a month has ruined their 
£ormeriy close relationship. She also refuses to allow her grown daughter to help 
out, not wanting to impose on her family relationship. She has made her husband 
and daughter promise that they will simply place her in a nursing home and visit 
her twice a week, should she ever be so impaired in later years, 

2. Mr, Smith, SO-pIus. is a retired business executive who has vowed to care for his 
wife at home, no matter what In order to accomplish his goal, he has had to go 
back to work after having retired from his career j^osition. The extra money, is 
needed to pay for the medicines and aides she requires, but is also used to reim- 
burse one of his daughters who has temporarily given up her career as a school' 
teacher in order to stay home and care for her mother during the days. Mr Smith 
cares tor his wife in the evenings and Over the weekends^ Another daughter helps 
out from time to time as she is able. This arrangement seemed the most feasible 
after Mr, Smith totaled up 'he cost to him if he hired outside help to come into the 
home. It certainly involves considerable sacrifice on the one daughter's part 

3. Mr< Green's wife has now been in a nursing home for 3 years, but before that 
time there was a long period when he kept her at home^ without supervision for the 
hours that he was out working. However, he was able to work out an arrangement 
with his employer during that time to have flexible hours. He went to work at 
about & a.m., returning at about 7 a,m, to dress and feed hen went back to work till 
noon, when he returned to feed her lunch; returned to work till dinnertime, Fdlow- 
ing this extraordinary schedule, he was able to keep his wife home with him fUlly 3 
years hey<md the point when his physician had suggested Mrs, Green be placed in a 
nursing home* At that time, in m9. Mr. Green had compared costs of $40 a day for 
an in^home aide with the then-cost of $39 a day for nursing home care. He finally 
had to place Mrs< Green in a nursing home when she began to act out and to 
wander too much. He currently pays approximately $&8 a day for the nursing home 
care, and Mr. Green can be found at the home every day at dinnertime, feeding his 
wife who no longer can speak and no longer recognizes him. Back in 1979. and earli- 
er, there were no adult day care programs in existence in Mr, Green's area, so he 
was forced to improvise his solution for care. 

It may be seen from these examples that affordable home care of high quality is a 
mt^or need for Alzheimer's disease families. This care would comprise the services 
of nurses, therapists, medical social workers, homemakers. aides, home-delivered 
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meals, and physicians who make house calls. While many of these services exist in 
our various health and aging systems^ moat of them are not reimbursable under 
medicare because Akheuner's diaease does not fit the criteria fbr medicare coverage 
(i.e>. short-term and Unprovable conditions). Paying for these services directly out^* 
pocket fbr moutna md months is prohibitive. Few fWnilies can manage it at all; as a 
result, thejr place enormous stress upon themselves and all the members of the 
larger family unit eometimes to the point of destroying their own health. It should 
be noted that meaicare is not even a temporary resource for the many Alzheimer's 
victims who are in their forties sind fifties. Any solution to this problem should ad- 
dress not only the Alzheimer^s disease victim's needs fbr long4erm chronic care 
within the home and the community^ but also the similar needs of the entire chron- 
ically ill/impaired and frail elderly population. The service management modd used 
in area agencies on aging should be extended to work with such fbunilies more fre* 
quently and thoroughly, and the hospice model of care should be seen as a reason- 
able prototype for care to these individuab who are indeed terminalty ill but who 
often take years to deteriorate to the point of death. 

Respite care b also a mi^ need for fWnllies caring for the Akheinoer's dises:^ 
patient Hesidential/short^erm instituttona! respite care should be available so that 
family caregivers can truly get away for a full week or two at a time, to iteal with 
f^Uy busmess, or to become f^y refreshed. Companbn care provided in the home 
by staff trained to deal effectivety and humanely vnth the Alzheimer patient is most 
needed fbr 3 to 4 hour breaks once or twice a ^veek. Tb» availabili^ of adult day 
care geared to meet the needs of the Alzheimer''* disease victim would allow more 
f^ily members to care for their relatives at je while sUll keeping their neces- 
sary employment Currently^ in southeast^ . .nnaylvania, there are about 15 such 
programs^ but some do not accept Alzhe^ ^r's disease patients, others do not accept 
anyone under 60t still others accepted AMieimer's disease patients but only if they 
are not conf^ised, do not wander, and are continent— in other wonk, th?y mnction- 
ally refUse the Alzheimer patient Coste for adult day care vary in this a*^ betweeu 
SIS and $37 per day* and there is no program that provides even a little financial 
assistance to the families in paying for this service: One idea might be to develop 
adult di^ care models which include a cooperative component where cofits of oper- 
ation are reduced by family members contributing their respecUve skills on a limits 
ed but regular basis. 

More comprehensive di««nostic centers are needed in order to insure the correct 
diagnosis of Alzheimer's disease. Since there is no shigle diagnostic procedure that 
can identify this disease* it can onty be determined through differential diagnoaiB— 
the process of eliminating all other possible causes for the presenting symptoms* 
Thus, a very thorough physical examination with sharp attention to nutritional 
habits and status, along with a thorough pharmacological workup to determine drug 
intake and interaction should be performed. Then a fM neurological series of tests 
should be done. Finally, a psychosocial assessment should be performed. Only when 
the results from these types of tests— the physical, neurologic^, and peychoeocial-- 
are combined can a reasonable conjecture he made to diagnose Alzheuner^s disease^ 
Withm southeastern Pennsylvania there are six diagnostic centers which do such a 
combined total assessment, Harrisburgt 2 hours to the west of Greater Philadelphia, 
is the next such center, and much of the rest of the State has no access to such 
thorough diagnosis at all. One of our fears is that Alzheimer's disease will become a 
popular and 'easy' diagnosis for physicians to make: The scene could be that a pby- 
sician sees an elderly person who ia confbsed and has a very poor memory and as* 
sumes that the symptoms must be caused by Alzheinver's disease, when in fact, 
there are more than 100 possible causes fbr symptoms that look like this disease— 
and some of them are reversible. 

Many Alzheimer's disease victims have difficulty being placed in nursing homes 
when there is no family, or the famUy can no longer concbiue to provide the exten- 
sive care as they have for years. This is because^ while an Alzheimer's patient may 
ieed total personal care with feedingt bathing* dressing* toileting^ walking, and 
must be constantly watched because of wandering and high levels of anxiety* he or 
she may still not qualify fbr intermediate or skilled nursing care. If they once are 
placed within a nursmg home, they may find it impossil^e to ever qualify fbr medi- 
cal assistance because Alzheimer's disease is not listed as a reimbursable disease. In 
some cases, pl^icians list another condition as the primary illness, and thereby 
assist the individual to become eligible fbr assistance, 

ADRDA of Greater Philadelphia applauds the establishment of a national task 
force on Alzheimer's disease because family members have an unquenchable desire 
to learn as much as possible about researcn into this disease and to encourage the 
expansion of all varieties of Alzheimer's disease research. Chapter coordinators are 
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often deluged with InauirLeB about new possible treatments^ long before their own 
local or national ADHDA'a medical and scientific advisory committees have had a 
chance to review the more recent research. The hunger for an^rs regarding the 
causor possible treatmentsi and poesible cures for this devastating disease is enor^ 
mous^ 

Finally, it would appear to be neceesaty m moflify the personal care boarding 
home regulations and guidelines nationally, and in the States, in order to make 
euch sheltered liying situations more appropriate for Alzheimer's disease victims. 
The boarding home could be the most appropriate residential situation for a patient 
for months, if not jrears, if proprietors were allowed to fence their properties in 
order to allow Alzheimer's disease patients free space within which to walk but pro- 
tection from wandering cff the grounds. Regulations could be modified to allow such 
facilities to lock off the sleeping quarters^ except for a designated nap period each 
day, thereby reducing the opp^unlty for disruptive wandering and unnecessary 
steeping during the day that makes night wandering more likely. Other euch modi^* 
cations would allow some proprietors to specialize in serving this population well. 

Thank you for your attention. 

Chairman EteiNZ. We have heard from a member of a &mily of 
someone afflicted by Alzheimer^s; we have heard from a communi* 
ty support oiiganization, aimed at trying to assist people in their 
homes and communities. We will now hear from a legal expert* 
P^ter Strauss, whose law firm, I am told, specializes in the legal 
problems, and there are many, of the elderly and of the indigent, 
but most especially, the elderly, and those who are not in complete 
comr/iand of all of their mental Acuities. 

^ Mr. Strauss, I am aware of your considerable and unique exper- 
tise in this area. I commend you for it as a most unusual area of 
the law in which to specialize. I think we are all eager to hear your 
testimony. 

STATEMENT OF PETER J. STRAUSSi ESQ., NEW YORK, RY. 

Mr. Strauss. Thank you. It has been a fascinating change in n^ 
life, which started about 3 years ago, when more and more of my 
clients began speaking to me about the problems of their elderly 
parents, souses, or brothers and sisters. l *saw there was a real 
need in this cify, and probably around the country, for some attor* 
neys to begin to focus on the special problems of the aging. 

It has broadened its scope beyond that, of course, obviously, to 
deal also with problems of disabled children. The Issues are very 
similar^ 

At a time when you are trying to bring a ^ound swell support 
for your very worthy views on research uinding, and I think that 
will happen, I want to [day the role of gadfly, and pick up on Mrs. 
French s points, very briefly touched on in her statement concern- 
ing the devastating economic consequences of Alzheimer's d^ase 
to the &mily during the next 10 to 20 years before these massive 
costs can be cut back by successful research. 

I have represented over 500 Alzheimer^s families in the last year 
or so. I have become familiar with the economic devastation that 
these families face. 

Inddentallyi whatever I talk about today in terms of Alzheimer's 
disease, is only Illustrative of the problems resulting from many 
other medical problems which require long-term custodial care. 

If a person nas a stroke and will need chronic custodial care, 
that person's femily is feced with the same devastating economic 
&cts, yet perhaps does not suffer the emotional trauma. 
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My typical client is a woman or maxit the spoufie of an Alz* 
heimer's victim, vrho comes to me at a time of crisis; a person 
whoee world has fallen apart, who evidencea the kinds ^f feelinfls 
that Mrs. French so aptly demonstrated to us today. These people 
come in and say: "At a trnie when I am facing this cnsis with my 
family and life, I am also told that I am going to have to be eco* 
nomically devastated. I am told titiat if I have $lS0,00i9 in lifetime 
savings with my spousst and perhaps a home, in addition, I must 
spend down our jomt assets to $4^200 or $5,000, depending on State 
regulations, before my s^use becomes eligible for medicaid*^the 
one program that deals with custodial care. 

Think of the irony of Qm: Medicare, we know, does not cover 
custodial care; it was not designed for that. It was designed for in- 
tensive hospital care and medical coverage for treatable diseases. 
No insurance policy covers these costs. You cannot buy an insur- 
ance policy that covers custodial nursing home care or home health 
care. 

There are a few policies available which give you a per diem 
amount^ such as those sold by Art Linkletter on TV, but the bene- 
fits under such policies are a drop in the bucket. 

In prior years, when the cost of a nursing home was $1,200 or 
$1,500 per month, and the family could con^bute that cost out of 
their income, the cost of custodial care was manageable. Today, in 
this city, nursing homes cost between $3,500 an^ ' x'SOO per month. 

It is not r^^BBible, any longer, unless you are very v^^althy or very 
poor, to manage the ^tem. I am faced with clients daily who come 
in and say, "C^ you help me?'' 

We have developed a series of strategies. It isn't really important 
to go into details today, but in general^ we are talking about trans- 
fer of assets^ setting up trust mnds, and other techniques, which, if 
done early enough in time, can put the family in the position to 
say after 2 years, '1 cannot afford it anymore." We perhaps have 
been able to protect the victim's s|K)use> so that be or she can hold 
on to some of their assets and hve a decent life. These are not 
young, healthy people. These are elderly people, 65 and older, who 
may be ill themselves. They are frequently barely able to function 
as a couple in the community, without these massive <mts. 

While you are searching for the answers, while you are seeking 
the fbnds to find the medical solution, we must begin to think of 
some immedia^:;e, shorVterm solutions to benefit spouses of Alz* 
hemier^s victims^ allow them to continue to hold on to some of 
their assets and income so tibey are not wiped out That may re- 
quire amendments to some of the medicaid rules; amending the 
deeming rules; amending the transfer of assets rules. We must pro- 
vide relief to spouses, 

I see greater problems in the cases of married couples than in 
the cases of single persons. I am less concerned about the economic 
impact on a person who has to spend all their own fbnds> and not 
be able to leave an inheritance for their children, although there is 
a valid argument that people ought to be able to pass on some 
fbndtj to their children and grandchildren. 

The critical issue, the one we should look at firsti is the one of 
the married couple. Second, begin to look at some of the altema- 
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tive care programs you will hear about today* by people far more 
expert than L 

Consider different kinds of congregate care facilities* if they 
could be developed for the Alzheimer s victim^ where a safe and 
clean environment could be provided. Many Alzheimer*s victims do 
not need the kind of intensive nursing home care a medical facility 
provides* Then, perhaps* the cost of care could be cut down. 

Lasti I strongly agree that more home health care needs to be 
provided. But in the meantime, while looking at these solutions, we 
must do something about protecting the family from economic dev- 
astation. It is a trage<fy and one that is a very sad commentary on 
what we do to the elderly. 

Thank you. 

Chairman Heinz. I will note that you abbreviated your testimo- 
ny. There is much in it worth reading. I think all of it is well 
worth reading. It will be placed in the permanent record 

[The prepared statement of Mr. Strauss follows:] 

PftEPAEED StATEMEMT OF PcrCfi J. StRAUSS 

I am attorney in private practice and a member of the firm of Strauss St Wolf 
in New York City* admitted in New York and New Jersey. Moet of my career has 
been spent in general practice, with emphaais on estate planning. Three years Bgo^ I 
found that more and more of my clients were raising problems concerning their 
aging |>arents or their elderly spouses* problems regarding the management of their 
financjdl affairs and concerning their health care. I began to focus on these con- 
cerns* became aware of the dimension of these problemSt developed some solutions 
in appropriate caseSt and suddenly found I had become a so^Wexpert*' in anew 
and growing field of law— the legalproblemsof the aging. 

It is clear why this happened* The senior citizen segment of our population has 
grown and continues to grow, and health care costs are rising dramatically. In ar- 
ticular! the costs of maintaining a person in need of chronic care have soared. The 
co^t of skilled nursing facilities in the New York Citj^ area runs between $80 to $120 
a day, with some of the better homes costing $150 daily. 

The problem of the ^nancing of long-term care has become a mi^r issue for this 
Nation* ^ 

My senior citizen caseload falls into several broad categories: 

Classic estate planning. 

Protective services. 

The problems caused by the need to pay for long-term chronic health care^usual- 
ly care which is defined as custodial. 

It is this latter jrea on which I wish to focus tod^y. 

The following u^pical cases will clearly illustrate this problem. 

Mr. and Mrs. O.: Mr. O. has Alzheimer's disease. He recently was admitted to a 
nursing home. He will never return home. Mrs. O. has cancer. She receives chemo- 
therapy at a New York hospital on an outpatient basis, and resides alone in the 
apartment she formerly shared with her husband. As Mr. O. became more seriously 
ill over the years^ Mrs. O. had most of the couple's asseUr which total about 
$150,000, placed in her name. Mrs. O.r who was worried about how she could pay 
$40^00 a year Tor her husband's nursing home expense and still be able to live inde- 
pendently, sought my advice. 

Mr. and Mrs- Mrs. J. had been paying for the nursing home for her husband 
for 2Vi yo^rs when she came to see me a year ago. She had spent about $90i00(> and 
had $35,000 remaining. She had been informed that she had to spend all her assets 
before her husband became medicaid eligible. I advised her this was not correct, had 
her discontinue parents to the nursing home, and apply for medicaid. The medic- 
aid application, initially denied, was approver after a fair hearing decision. 

Mr. and Mrs- S.: Mr. Sh consulted me recently. Her husband has /hbelmcr's dis- 
ease and is presently living at home with Mrs* S. and two children. In addition to 
their home, they have about $12i>,000. Mr. S. is declining, and will soon need full- 
time care at home. Mrs. S. hopes to be able to care for Mr. B. at home indefinitely, 
but institutionalization may become necessary. Mrs^ Sh does not know how she can 
afford the cost of Mr. S.'s care and still maintain her home and support her family. 
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Each of theee cases poees the same basic issue: Is tliere any to provide for 
long^nn care of the patient spouse without impoverishing the spouse living in the 
community? 

In each of these situations 1 am dealing with a client in crisis. Traumatized hy his 
or her spouse's illness from which there will^ in most cases, be no recovery^ my 
client has discovered that there is no fmancial help to pay for the costs of tn^ ill* 
ness* The client has learned that medicare will not pay ror this kind of care. And 
the client has cJso learned that any health insurance be or she m^ght have wiU also 
not cover these costs* 

There is no private health insurance that 1 know of that covers the costs of long- 
term chronic care. Most health policies follow the medicare definitions of "skilled 
care" and "custodial care," and thus do not cover long-term care of a ''custodial" 
nature. 

The heart of the medicare problem, of course^ is the limitation to pay only for 
"skilled care." When medicare was enacted^ a policy decision was made to cover 
only treatable medical problems and eiclude coverage for care which was deemed 
merely ''custodial/' 

When the costs of custodial care were more modest this exclusion was not as seri- 
ous a problem as it is today- Now, with home health care and nursing home costs 
running into staggering sums, only the very rich can afTord this on their own. 

Although there is htUe benefit provided by private insurance or by medicare^ 
there is^ uromcalWr one program that pays for the costs of chronic, loni^term care^ 
even care deemed to be purely cust^)dial, and that is the program known as medic- 
aid. 

Medicaids however, is a program designed for the poor of this Nation, It has, as 
you well know, resource and mcome eligibility reauu:ements. Yet, more and more 
members of our elderly population are asking whether medicaid mi^t be tapped as 
a resource to assist them in avoiding economic disaster, Tiyey have been tola that 
present^' all of the resources of the married couple must be used before the ill 
spouse cjn receive medicaid. They ask us if there may be a way to qualify withotit 
both spouses spending down to the medicaid eligibility level. 

This is a remarkable devebpment, Middle<lass families^ driven by fear and panic^ 
seeking to take advantage of what is essentially a welfare program* 

What is needed is a major rethinking of the basic policy which eicludes custodial 
care from coverage. Clearly, haviftg these costs assumed by medicare would have 
enormous economic consequences. But the problem cannot be ignored. It will contin* 
ue to grow more serious as costs continue to increase pnd our chronic care patients 
live bnger. 

Chronic care costs must be assumed by the Nation as a whole. There are several 
methods by which to approach the issue. The medicare progran* can be amended by 
adding a new "part C which would provide coverage for long*term care, A new 
"title 21," as iome of you have propoeed. might be enacted. These costs should be 
approached no differently than those of cancer or heart disease. Absorbing the 
entire coet^ or enacting a system with some more deductibles and coinsurance is a 
question that can bedebatedp with honest difference of opinion, 

1 believe that reform of our existing laws to place greater emphasis on home 
health care would be economically more sound Uian our current medicare and med* 
icaid laws which encourage institutionalization, I^so believe that serious considera* 
tion must be given to the sup^rt of new kinds of residential facilities to provide 
care for persons, such as the victims of Alzheimer's disease or strokes^ who do not 
need the kind of medical support that skilled nursing facilities are designed to pro- 
vide. These two approaches would, in my viewt provide care at lower cost than eiist- 
ing institutions^ as well as deliver more appropriate and humane care: 

I want to stress again the special problems of married persons where one partner 
requires longtime care, 1 have seen too many cases where the comnumity spouse is 
left without the means to function in accordance with a decent standard of living, 
because of his or her spouse's iltnc^, 1 see no ethical justification for this. At a 
muiimum* even if major policy changes are not forthcoming in the near future^ the 
medicaid laws should be amended to create immediate protection for spouses, Per* 
haps a "marital exemption" concept should be enacted^ allowing a Cttnmunity 
spouse to retain 50 percent of the couple's combined resources^ w^ch some minimum 
marital exemption established for couples with very modest nueans. 

It is impossible in this brief statement to cover all of the issues I believe need to 
be discussed^ What 1 want to stress is that there Is a rapidly expanding segment of 
our population which requires care it cannot afford and for which there iB little 
relief, I see this cleariy demonstrated by the dients who come to see us every day, 
who, out of fear, ask if becomhig old merely gives them the right to become paupers. 
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Chairman Heinz. Let me begin witti Mrs. French. Mis. French^ 
you, I thinks are in a unique poeition. Could you teU us what are 
the greatest demands on a person in your situation? SpedflcaUy^ 
could you describe the problems that face a spouse tiering to cope 
with a husband* in this case» who has contracted Alzheuner^s. 

What do you And the single most» from the standpoint of person- 
al care, burden placed upon you or your household? 

Mrs. Frbncu. I must say the financial burden is most important 
What happens, what happens when it is aU gone? It can only go so 
fai? Then what do 1 do with my husband? Where does he go then? 

I have looked at 15 homes because my own doctors said, **Doro* 
thy, you cannot keep tlUs up. This will ruin your health." I have 
lost 15 poundsL I am working like a dog on this foundation. The 
places that I have looked at, I would not put my husband in« Alz- 
heimer's disease people should not be, I oelieve, in a rest home 
where there are many people aU crippled up, poor tilings, at the 
end of their Ufe. These kinds of things* to see for an Alzheimer^s 
person, I believe, is very disturbing. 

Any little, tiny thing, anything, a word can set them oil into a 
terrific agitation. 

When Qiey are agitated it is very difficult to have them at home. 
They go around the house constantly touching e\'evyaung, break- 
ing tilings. No one knows why, and a speaal stren^h 'eems to be 
in them. My husband is in wonderful physical condition, llis doctor 
said that he wishes he had his body. He had been through two sur- 
geries within the last 6 monthi.^. He has bounced back more heathy 
than ever. Still, there is nothmg. He holds his head and says, **It 
doesn't work, it is no good.*' Tloit is the most that he can say. The 
other day he todc me by tiie hand and took me into his sitting 
room and said, **Dear, I am at your mercy." That tells it all. 

Chairman Heinz* You are, as I understand it> in a position to 
provide him with round*the-clock care. 

Mrs. Frbnch. I am in a position to provide for nurses, practical 
nurses. We are getting along. 

Chairman Heinz. What, in your judgmait> are the most essential 
services that those practical nurses^ or if you did not have practical 
nurses and could only ^t some par^time help, home health core, 
what Siie the most critical elements of that care? Is it scftnething 
that gives :^u a breaic? Is it to insure tiiat your spouse is not a 
danger to himself? What is it? 

Mrs* French. He can be a danger to himself easily. We happen 
to have a swimming pool He could foil in. I have bought all kinds 
of tilings to rescue him if this should happen. He has to be held by 
the hand. When someone touches him, lightiy, and he knows he 
has a friend, he is calm. If he should walk, for instance, in the 
street — we had a terrible situation at one time, when I dropped my 
secretary oft to get some groceries. We were on San Vincente Bou- 
levard in Los AngeleSt and I said, **I will pick you up. Widk with 
Jack, he loves to walk.*' 

I parked in back of a car. When they came along, we tried to get 
him into the car. He did not want to get in, for some reason. A 
man in an automobile in front of us looked back at us, in astonish- 
ment> and ran into a house. He thought we were kidnaping him. 
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Those kinds of things* We have to place his Tiame on him» when he 
walks* That did not work out, though. 

Chairman Heinz. Ms. Morscheck, let me transfer to you and ask, 
assume that $omd»>dy in veiy similar circumstances to Mrs. 
Krench came to you but did not have the Tinancial resources to 
afford a practical nurse, and was well enough off that medicaid 
was not available. What would you tiy and do in similar circum- 
stances? 

Ms. MoRSCHECK. One of the veiy flrst things I would do would be 
to encourage the family member to contact the local counter office 
on aging and ask for a service manager to help them identify the 
specific problems they are facing, and then identify the services in 
the community that might meet those needs. If there were 12 
needs identified, we might be lucky enough to come up with seven 
or eight services that could meet seven or eight of the needs. 

There are a variety of programs in some areas that allow people 
who are of middle income to get part-time assistance in the home, 
so that the caregiver can have some respite. There is a great deal 
of need to sit down and talk with the individual about what family 
resources there are. Not money, but what human resources there 
are within the family, among the neighbors, firom friends, church 
groups, informal resources they may draw upon to assist them. 

A member of our chapter whose husband was stricken by Alz- 
heimer's at the age of 44 quickly took it upon hers^f to educate 
her friends, relatives, neighbors, and church members about the 
disease, and when they called and said, "We are sorry to liear 
about your husband, what can we do," and she said '1 am not sure, 
but I will get back to you** 

She got back to them and mobilized 30 different individuals who 
come in and spend I hour a week with her husband eveiy week. 
She was able to carry that on for 2!^ years, until he deteriorated to 
a point where he could no longer do as much as he could before 

It takes a good deal of— one is asking a fkmily member who is 
overextended emotionally and physically to look aroimd and see 
what else the^ can manufacturer, can create, out of their informal 
contacte withm the community. 

Veiy often it ends up being a fruitful avenue to pursue. 

Is staff trained to do this? Is &taff trained to link up those serv- 
ices already available and accessible financially? Then to continue 
to work in a very creative way, as a constantly creative process, 
not the easy road to take in any agency, to come up with ways and 
means to draw upon the local, informal resources to meet some of 
the needs. 

Also, one can encourage folks to do a great deal of advocacy with 
local decisionmakers to make services more available. That is a 
long-term project to get involved in. One other thing we do encour- 
age, we are working with our local Red Cross and encouraging 
them to provide more family manbers with more training about 
home care, so people can feel a bit more secure in their own capa- 
bilities to deal with care at home That is assuming they have the 
ability to stay home and do not have to go to work. 

Many of them are overwhelmed W the catastrophic reactions, 
possibility of seizures. This safety difficulty where people can hurt 
themselves, break things, or bum themselves on stoves. The local 
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Red Cross is an agency with a tradition of helping people to help 
care for themselves. We are trying to help build on that tradition 
and to provide more infonnatiott and resources with our family 
members. 

Chairman Heinz, Thank you. I have taken a disproportionate 
amount of time; and I anticipate Senator Ptessler and Senator 
D'Amato have questions for Mr. Strauss, 

Senator Pressler, I think the witnesses have s|>oken very well 
today. My questions will be brief. 

Support groups and legal advice are very important. The support 
groups havo sprung up throughout the country. I am glad to see we 
have a lawyer here, because so many of the real victinis are the 
families, loved ones> who need someoEie to turn to for advice, 

I would like a tittle better explanation of how people can get in 
touch with support groups or with lawyers who are familiar with 
this* I am glad to know mat a fidd of practice is developing in tMs 
area. The real victinis are the families} because the person having 
Alzheimer's disease is very healttiy, and feels* in his body, very 
healthy, but of course suffers from the disease. 

The people who perhaps suffer the most are the families and 
friends. That is something that we need to get across. 

If soir^ne wants to get in touch with a support group or with an 
attorney in this area, what steps do they take? 

Ms. MoRSCHECK* Maybe I can answer the first part* National Alz- 
heimer's Disease and Belated Disorders Assodation does have an 
800 number that can be called. At that time, they will be assured 
of getting a basic package of information from the national associ- 
ation. They will be referred to a local chapter or a local large sup- 
port group, if a chapter does not ^dst They can call the chapter on 
their own. If they fail to do that there is a referral slip that comes 
from national to each chapter. We make a great effort to try and 
reach these people within a while. That becomes very difficult, to^ 
gistically} as we are a small group that has grown quickly. 

I currently have 600 green referral stips fiom national that have 
arrived on my desk in the last 5 weeks. We are constantly scram- 
bling for assistance, then> in simply dealing with that volume of re* 
quests* 

Once people make contact with a chapter, we will try to answer 
any kind or question we have, and we nave found in our own area 
lawyers who can be of assistance. There are some very good senior 
legal assistance projects that are iunded, where you can get free 
legal advice or low-cost legal advice. 

We refer there, as well as to some private lawyers for that help, 

Mr> Strauss. The legal services pnigrams would be a good source 
of advice. Althou^ they are r^ricted to providing legal services 
to the limited economic levels^ tiiey might be a source of informa- 
tion, as were the association groups. 

Frequently* also, we get referrals from social workers in hospi^ 
tals* and they may be a good source of information for the family. 
The contact point is usually when a family member leaves the hos* 
pital and needs placement in a nursing home, and social services 
mstitutions can be very helpful at this time. 

We found in our own practice that it became a team effort* work- 
ing with the social work profession. One of my parale^ts is a 
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social worker, because of the intensity of ctient action in these 
areas. 

Tl^e bar aseociations ate also very ^ood sources of referrals. 

Mrs- French. Ev«ry Alzheimet^s disease patient is difii&rent from 
every other one. They all have peculiarities, it seems. If I ask my 
husband to receive 10 other people tn the house, say, it would bring 
a seizure on him. It would upeeC him veiy much. I notice very often 
that if tiiere is a change in a nurse, which there has to be^ occa* 
sionally, there 1^ a very big upset So I could never have, or I could 
not ask people, who might be neighbors, to come into my house. 
Tliere would be no way. 

Senator Pressixr. I would state that I know firsthand what the 
support groups do. They have only recently been formed. 

Yo*i mentioned 500 or 600 referral slips. We published our article 
in People magaadne and received so much mau horn people across 
the country, that we had to send out a form letter to answer iiiem 
individually. You get deluged. I know what all of you are facing. 

Chairman Heinz. Senator D^Amata 

Senator IXAmato. O^e question for Mr. Strauss^ In your cotmael- 
ing of those who have come to you, have you ever had to advise a 
couple to divoroe in order to protect the assets of the family? 

Mr. Strauss. I have not. I am frequency asked whether that is a 
solution. It is one of the more painful moments in the client inter- 
view, when one of the fardily members will say to me, "Should my 
mother divoroe my father?" 

I usually do not think it is indicated, for a variety of reasons. 
First, I do not think we usually have legal grounds, at least not in 
this State, and probably in most others. 

Second, I feel the courts^ in many cases, are likely to place the 
same financial burden on the divorcing spouse as they would 
anyway. We try to come up with solutions other than divoroe, to 
protect the spouse. 

Those would involve, for example, some transfer of assets, some 
creation of trusts, perhaps, or variov:s othei things, to try to give 
the spouse some protection. 

I want to make this point, because the issue will come up in your 
deliberations: Should we allow families to cheat the Government by 
giving away the money? I was asked that question when I testified 
before Representative Pepper^s committee on August 3, by a Con* 
gressman (com New York. I said that he had placed the issue in 
the wrong framework. I have met no husband or wife that was not 
willing to make some financial contribution to the care costs of 
their spouse. Nobody wants to cheat the Government Nobody 
wants to say, give away the money; wait for the time period; go on 
medicaid; and say, "Let's get away with it" That is not the motiva- 
tion. 

I have never seen that It is fear, panic, over being wiped out, 
that makes them come to us. We are taking these actions trom a 
strategic point of view because we have no choice. 

The spouse says, "If I were required to give an amount that I can 
manage, I will do it willingly/' The transfer of assets is a conse* 
quence of high coats and the absence of a program that pays for 
custodial care. It is not something that citizens of this State do be- 
cause they think they will make money. 
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Senator D'Amato, Your suggestion would be then to design a for* 
mula that would protect that Gi>ouse or family from the total finan* 
cial ruin. Correct? 

Mr Strauss. Yes, 

Senator D'Amato. So there would be a pcrtion, up to a certain 
amount^ of assets or things they would pledge? 

Mr Strauss* Something like we do under the tax laws* We pe- 
nalize married people here. We also penalize people^ and this tnay 
sound strange^ who are not lucky enough to have a disease like 
heart failure or cancer. If you had cancen your costs are covered, 
SOt we are penalizing the middle clas8» penaliTing the people unfor- 
tunate enough to have Alzheimer^s, ana penalizing married people. 

So I think we have to begin to look to something like a mantal 
exemption^ although the limits and scope of such an idea need a 
great deal of debate. 

I realize the vast finding and financial burdens this would 
create I not ncuve, 

T know if we picked up the cost of custodial care^ for example, 
you are going to be assuming the coet of that $22 million. That is 
not going to happen. Maybe we have to agree to a means test We 
may have to agree to a program that is ke^'ed in to what the family 
can afford* 

I do not want to be the judge of where to draw that line, and I 
know it is not easy for you» but ^ have to look at a marital ex* 
emption of some kind which would allow the healthy Ei>ouse to 
retain a portion of the total assets of the couple^ r^rdless of in 
whose name these assets may be registered. 

At present, the State of New Jersey^ for example, does not seek 
contribution firom the community spouse. If all of the money is in 
the name of that spouse, the patient spouse goes on medicaid and 
the State does not seek any contribution. On the other hand, if all 
(MT the mone^ is in the patients name, the community spouse gets 
nothing. This makes no sense. We have to look at some kind of 
marital exemption system. Perhaps with a minimum. Fifty percent 
of $40,000 is not going to maintain someone very comfortaUy 
anyway. 

That is one of the directions we ought to proceed in. 

Senator IVAmato. Thank you very much. 

Chairman Heinz, Thank you. Feter, I have a last question for 
you: I find your challenge to us, in effecti a new part or new title to 
medicare^ perhaps a means-tested one, with possibly marital deduc- 
tions of some kind, quite challenging indeed. In addition to that^ 
you, in your testimony and in your remarkst have urged us to be 
much more aggressive in the whole health care area, 

Mr Strauss. Absolutely. 

Chainnan Heinz. I think it is foir to say that you endorse some 
of the initiatives we mentioned earlier. 

Mr Strauss. I think your legislation is an important step for- 
ward' Clearly* it is just a b^inning, but some of those solutions are 
ones we ought to be following caremlly. 

Chairman HEmz. What I find equally intrigning is your third 
suggestion which tracks^ I think, the one Peggy made, to find some 
kind of institution that is not a nursing home, and probably not 
what boardit^ homes are as we know them today to be. 
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How feasible is ^t? Have we gotten ourselves In a box where» 
we want a certified, Alzheimer^a-t^ certified nursing honie» but 
not all of the bagg«^e and regulation that comes along with the 
Federal Government? We will soon make} if history repeats itself^ 
boarding homes unaffbrdable if we turn them over to the tender 
mercies of HHS. What is the answer? 

Mr. SntAUSS* Of course^ the Alzheimer^s victim moves through 
various levels of needed care. I will teU you about a client^ a young 
woman, who wrote extensively about hex mother who is 54, and 
testified In Washington at tiie last hearing. 

My client recentqr bought an apartment for her mother. I helped 
the familjr to do it This woman is being maintained in a safe, 
small environment We have talked about the concept of finding 
one or two other Alzheimer^s victims whom we could move into 
that apartment and have two or three families contribute to the 
cost m tiie custodial and skilled nursing care needed to militttftYn 
three victims. Th^ would have to be at similar levels of develop- 
ment of the disease; tiiey would have to be temperamentally com* 
patiblet so there would not be additional anxiety created; but I see 
a system of that nature bein^ developed. 

How to itmd it? Well^ I tiunk that there ought to be some more 
coverage under medicare for ttds. I think that has to be a long* 
range answer. FerhBps again^ means-tested. 

Reasonable people can differ on that We also ou^t to begin to 
look at finding some type of a private insurance eystent You 
cannot buy a poUcy even when you are younger. Perh^ there 
ought to be a mandatory part Ct where people are required to 
make additional con^^tions over and above their social security 
contribution to provide sufficient fUnding for long-tens custodial 
care. 

If you do not want to go that far, perhaps create an insurance 
poIiOT, partially subsidized^ as a rider to migor medical pohdes^ 
^ich would cover custodial care. I would buy it toda^ knowing 
what I know. I think it could be sold. I think that even if it needed 
some kind of subsi^, that mi^t be something that the medicare 
program could look into, as an alternative, if you are not rea^ to 
go to the total assumption of thi^ massive coat. And, as I said, I 
think the small type of living facility is something that should be 
ex^ored. But ^t is a little beyond my expartise. 

Chairman Heinz* Any other comments? 

Ms. MoKSCHECK. Yes, you know in Pennsylvania there is 
concern about preassessment of individuals who appear at first 
sight to need nursing home placement What is disturbing to those 
of us who work with tiie fiumlies and ai^ others who have chronic, 
Militating diseases is ^t this is b^ng set up to save medical as^ 
sistance money within the State, to essentially keep folks out of the 
nursing homes unnecessarily. 

That IS good, to keep them out, unnecessarily, but if the door is 
closed to indiv»]uals going to a nursing home and no funds are pro* 
vidttl for comparable services in the community, such as assisting 
boardiiig homes: a boarding home that 1 went to^ beginning to gpe- 
dali2e m Akhamer^s patients in Pennsylvania^ is charging about 
$1,000 per month, to aUow this home to beef up their staff, to have 
fiiil ni^ttime staff for wandering patientet and provide more stim* 



Illation during the day and more oversii^t of the individuals. That 
ifl far, for less expensive than those individuals might be paying, or 
costing the State, if they went in a nursing home focility. 

This ought to be a ^ring of, and not cutting of access to tiie 
nursing home, without making sure that there is some access to al* 
temative programs. 

I am not sure that it would double the cost of boarding home 
care if the Federal Government were involved in oversight; it 
might Knowing what has happened with nursing homes, I think 
we could tr^ to work against having that occur in the boarding 
home situation. 

Chairman Heinz* I commend you on your optimism. I hope you 
are ri^t All of my experience, I am more pessimistic perhaps 
than you are. 

Ms. MoBSCHfiCK^ I think channeling experiments that have been 
going on ought to be giving us information about making available 
just a certain block amount of money foi^ someone with a disability, 
and caring for tiiem regardless of the setting. We ought to be get- 
ting feedback on how feasible that is. 

Chairman Heinz. I want to thank all three of you for making an 
outstanding contribution to thisnEOPearl-tiiankryou-again-for-coming. 
so far, Mrs. FVendi, with so much on your mind. I thank Peter 
Strauss for his quite appropriate challenge to tiie committee. I 
thank Peggy Morscheck, in particular, for alerting pe(^e. I am 
sure tiiere are many in the audience and presum^fy many hun- 
dreds of thousands more who will leain of what is being done, not 
just in Philadel[)hia, but in the 85 communities you mentionedt Many 
more communities remain to be organized and develop the kinds of 
self*help that you are bringing about 

We thank each of you. We are deeply indebted to you all. 

We reached across the country in the last i^el, from the Com* 
monwealth of Pennsylvania to New York Cily and California. Now 
we get to talk to our hosts, 

Ethel Mitty is a regis^^n^ nurse, and l>r^ Libow is the chief of 
medical services here. I suspect this group, in the audience, needs 
absolutely no introduction, of you to tnem, but I want to thank you 
for b^ng here Ms. Mitiy, you will be our first witness. 

STATEMENT OF ETHEL L. MITTY, R*N., DIRECTOR OF NURSING, 
CENTRAL HOUSE, JEWISH HOME AND HOSPITAL FOR AGED, 
NEW YORK. N.V* 

Ms* MrrTY. Thank you. I am director of nursing at the Jewish 
Home and responsible for the patient care and educational pro* 
grams of 120 nurses, 240 nursing assistants, serving 550 patients, 
many of whom have Alzhetmer^s disease or related dementia. 

Statistics and facts alone do not tell tiie whole story about the 
disease. Nobody knows this hotter tiian nurses who are thare with 
the patient and the families 24 hours a day. 

Every patient admitted is evaluated with a view toward restoring 
and preserving their maximum level of fUnction and personal in* 
tegrity. The patients can be classed as minimal to moderately im* 
paired, and moderately to severely impaired. 
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A moderately to severely Alzheimer's patient is someone who is 
f€i:igetful» lost control of his bladder^ cannot dress himself^ needs 
hcJp in cutting food, or completing his meaL 

We do not use catlieters to keep the bed di;;^ or linen use down. 
We by to restore Madder control and regularity. The Alzheimer^s 
patient who still has the aluli^to walk will be wd^d f^m place 
to place by a nursing staff. We will not tie this patient. into a 
wheelchair and warehouse him for the rest <rf his life. The AIz* 
heimer^s patient who is immdiile or rigid will receive passive exer- 
cise several times daily. 

The moderately impaired Alzheimer's piatient requires an ap- 
proximate ZVk hours of direct nursing care in an S^hour day. If the 
patient is not ambulatory, has to be tube fed» which 17 of our cur- 
rent population are, he would require 4% hours of care in an 8^ 
hour my. When you combine the hours of care needed and pro- 
vided during the two S^bour nursing shifts^ the Abdieimer^s patient 
requires at least 6 to 8 hours of care in a 24-hour period. 

The problem is that long-term care institutions are only author* 
ized and reimbursed to provide 4 hours^ a maximum of 4 hours of 
nursing care during the 24-hour period. What the Government 
wants, and the families want^ and the nurses want^ cannot be done 
with current reimbursement levels. 

Further, I do not believe that the DR6 captures the range of 
needs and services of the Alzheimer^s patients. I predict that the 
Alzheimer^s patient will get even less care than heretofore befbre 
in the acute care hospitals. 

The functional services which long-term care nursing provides 
are not simply or only custodial. The handson direct care does not 
include time spent in weekly multidisciplinary team conferences^ 
and meetings with primaiv physicians, dietitians, a psychiatrist^ 
social worfcerSj activity workers^ family meetings with the supervi- 
sor, and rehabilitation specialists. 

It does not include time spent looking for lost clothing and lost 
dentures, and fights between patients. It does not include the time 
we need for inservit^ education, and by no means includes the time 
we need to document and assess nursing care. 

Nursing in long-term care institutions is extremely demanding 
work. Nurses do not batter down doors to work here. Graduate 
nurses do not seek us out^ and that is not necessarily the nurse I 
want 

We have very high standards for the nurses who work here. We 
expect the nurse to know and assess the dfect of their ministra- 
tions, as well as other disciplines. 

We want Sally Ride nurses but pay them Florence Nightingale 
wages. I expect^ in truth, to get more ttian I pay for. 

'nie nurse assistant in long-term care is the hands, eyes> and ears 
<rf the nursing home. We expect this person to be a more perfect 
human being, more loving and gentle than the rest The s^ng& 
<tf the nursing home is that we have nursing assistants who are 
gentle, patient, and caring, while confronting Uie most catastrophic 
effects of aging. 

Inservice education and supervision are at the heart of the out- 
standing nursing home. Within the past 12 months, the nurses on 
all three tours have been trained or updated in physical assess- 



ment skills and psychotropic medication. Nursing assistants on all 
three tours have been educated in regmrd to m^or diseases and dis^ 
abilities of the aginj^. The assistants nave been trained in accident 
prevention, depression, dementia, and sensitivity. This &11, we iirill 
begin a seminar in the cross-cultural aspects of aging* 

We are a clinical campus for nursing students. 

But the time spent here by each respective group is unconsciona* 
bly brief. 

An issue that requires attention and approjniate action, particu* 
larl^ relating to Alzheimer's patients, is legislation to protect the 
patient from abuse* neglect^ or mistreatment. The long^^term care 
nursing sector has long demand^ that tiie legislation which cui^ 
rently applies to nursing homes be applied to the hospital sector. 
The debilitated state in which the hospitalized elderly patient re- 
turns to his nursing home is outrageous; skin breakdown^ no longer 
ambulatory, conftised, incontinent This is patient neglect 

It is no more diRicult to demonstrate uie outcome of remotiva- 
tion therapy or sensory stimulation than it is to demonstrate the 
effect of bladder retraining. Both modalities cost money. We are 
forced all too often to choose. 

We have restored significant function, mental and physical, for 
many of our Alzheimer^ patients. In some cases, the confUsion we 
saw was actually depression. 

When we admit an Alzheimer^s patient the family is admitted 
also* We minister to the total needs of the patient and family. We 
do not apply physical restraints because we are la^; we apply 
them because of a reasoned decision the health team that it m 
too risky to let the patient walk, unassisted. The fomily is a pmt of 
this decisionmaking and planning. You can purchase this judg- 
ment reasoning} and platming, but at the present time we have 
the resources and capabilify to treat only a limited number of AIz* 
heimer's patients. 

Nursing homes have been castigated for many things. Of late, for 
refusing to admit the demented patient, the Alzheimer^s patient It 
is the irresponsible nursing home which admit an Alzheimer's pa- 
tient but lacks the resources to care for him and his family. U I 
refused to admit an Alzheimer^s patient it would be because I 
could not safely and competently provide the plan of care and res- 
toration needed. 

I close with several recommendations: One, that the reimburse- 
ment formula get a jolt of reality. You will not get the kind, level, 
and quality of care required unless you provide the resources, pro- 
tocols, and people to oversee this care* 

I would also recommend that the regulations^ surveys, and stand- 
ards which currently apply to the nursing homes be applied to the 
h(»pital s€K:tor also. 

Senator Pre^ler [presiding]. Thank you very much. The regis- 
tered nurses and nurses really do the work. I have two sisters who 
are RN.'s^ registered nurses^ and I am well aware of the wages of 
nurses* 

I think your quote of your looking for Sally Ride quality for Flor- 
ence Ni^tingale wages is a classic. I am aware of that I have 
some questions^ but they can wait until Dr. tibow makes bis state- 
ment 
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\The prepared atatement of Ms. Mitty follows:] 

PftKPABtD SrAtKMSNT OF &THIL L. MiTTV 

Thank you. I am privileged to speak before this Senate committee to de§cribe and 
diflCUB0 some aspects of nursing care of patients with Akheimer's disease^ the chal- 
lenge as well as the heartbreaiUt the impact of this care on the patient and 
family—and on the nursing profeiuDn. I hope my tertimony will increase the com- 
mittee membm*' understandtiig of vAiAi is involvod in treatuicr Alzbeimftr^s patients 
and* along with all the other testimoniy> stimulate ideas and legislative proposals 
that will result in better care. 

Facts and statistics alone can never tell the whole story about Alzheunsr's* And 
nobody knows this better than nurses who are there with the patient 24 houm a 
day. Nobody sees more clearly the impact on the patients themselves^ who are terri- 
fied by the prospect of losing their memori«s> being unable to reoognixa those doeest 
to them, being unable to caie for themselvssir having to be institutionalized— help- 
lees and incompatent— for the rest of their lives. And nobody sees more clearly the 
toU taken by Akheimer^s on the patients' famOies, the mental as well as physkal 
toll, the bunlens they must 8ssume> all the while forced to wat6h> much too often* 
the mental deterioration of their loved ones. 

As director of nursing at Central House of the Jewish Home and Host^tal for 
Aged» I am responsible tor the patient care and educational programs involving 120 
nurses and 240 nursing assistants who serve our 514 patientSi almost hmf 
whom— 250— have Alzheimer^s <lieease. I am also responsible for supervising intern- 
ships of nursing students. 

Every iiatient admitted is evaluated with a view to restoring and then preserving 
their maximum level of Amotion and personal integrity. Alzbeuner's patients can be 
classified as minimum to moderately impairei] and moderately to severely impair^. 
The first classification* minimum to moderately impaired^ is for that patient who 
can function somewhat independently, such as the patient who has lost control of 
his bladder, is foxgetfUl> and needs help cutting food or completing a meaL Hiis 
person may be ambulatory but his ambulation is aimless and frequently dangerous. 
The second classificationt moderat^ to severly impaired* describes tihe patient who 
is totally helpless and unable to express need or discomfbrt This patient migjht re- 
quire feeding through a nasottsstric tube, a tube that passes fhmi the nose into the 
stomach. The nutnnonaUy adequate feedings which are administered eveiy 4 hours 
through this tube can onl^ be done by a licen^ nurse. 

Both determining and in providing the St^tivities of daily living or ADU we are 
also involved in a social interchange netween the nurse and the patient This dialog 
is structured to include sentences of reality orientation We attempt to stimulate 
questions from the patient that help him react to and be aware of h& surroundings. 

We do not use catheters to control incontinence or keep the bed dry; we try to 
restore bladder and bowel control or regularity and* failing that, we ri^rously pro- 
vide personal hygiene care. The Alzheimer's patient who stil) has the ability to vralk 
will be walked from jjlace to place by a nursing staff person: we will not place this 
patient in a wheelchair for the rest of his lii^. The Alzh^ patient who is immo- 
bile or rigid will receive passive exercise several times dally, so that his limbs vrill 
not become contracted, we do not warehouse our Alzheimers patientsF 

The moderately impaired Alzheimer^s patient requires approximately 3V& hours of 
dhect nursing care in an S-hour dsy. If the patient is nonambulatory and has a n^i- 
sogastric tube> which IT of our current patient population have^ he will require 281 
minutes or 4% hours of care in an S-hour day. When you combine the hours of care 
needed and provided during the two oth^ S-hour nurnng shifts, the Alzheimer^s pa- 
tient requires 6 to 8 hours of care> at least^in aSi-hourjperiod. 

The problem with all of this is that long-term care institutions are only author- 
ized and reimbursed to provide 4 hours of nursing care during a Si-hour period for 
the Alzheimer^s patient* 

In other words, the bng^term care Alzheimer's patients require move care than is 
recognized by the State or Federal Government. The government vrants, and the 
famUies want, and the nurses want, what cannot be done with current reimburse- 
ment levels and formulas. Furthermore, I do not believe that the diagnostic related 
group variables capture the range of need and services for the Alzfaehner's patient* I 
predkt that the Ahheimer'a patient will» sadly and unfortunately* get even ues care 
than befbre m the acute care hospitals. 

Just so that there is no misunderstandings the functional services which long- 
term care nursing provides are not simple or only custodial. The handfron dkect 
care and supervision do not include the time spent m weekly multidisdplinary team 
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coDferenoea, the at least daily meeting with the primary physician, the monthW 
meeting with the dietitian to review weight and appetite, the ntonthly meeting with 
the peychiatriflt to review medication, the at least twice weekly meeting with the 
social worker, the at leaetonoe weekly meeting or a)nversation with the family, sev* 
eral daily meetings with supervisor, the oiice er twice weekly meeting with the r> 
hahilitation specialist, the hunt Tor lost clothing not to mention dentures, weekly 
inservice education, and last, hut hy no means leaat> the Ume to document the nurs- 
fng assessment of the effect of the medications, treatmentfl> nuretng modalities, and 
care. 

Quality assurance is not simply a game of paper compliance. The nursing profes^ 
sion has long held a commitment to standards and process; we do not ne^ it im- 
posed trctn without The educated, trained^ and supervised nurse in long-term care 
IS not a mythological figure. 

Nursing care in a long-term care institution is extremely demanding work. The 
nurse who thinks that work in a nursing home is not as hard as hospital nursing is 
simply fooling herseir. The new graduate nurae does not seek us out: this is not nec- 
esseoily the nurse I want, in any event. We do not have the staff or the time to 
teach the skills necefisaiy to be a long-term care nurse. Nurses do not batter down 
the doors to work in nursing homes, 'nicy know of our high exp ttntiam and stand* 
ards. We will not tolerate errors of Iveny thinking and letbaT^> nor accept shortcuts 
and irremedial shortcomings. The nurse who could hi^ her inadequacies in the hos* 
pital will not be able to do that here. We expect the nurse to know the desired eifect 
of the medication administered and to assess the effect of their ministrations and 
those of the other disciplines. We want Sally Ride nurses but pay thm Florence 
Nightingale wages, I expect, in truth* to get more than I am ^ying for. 

The nurse assistant employed in a long4erm care institution works for the same 
reasons that people seek employment anywhere: economics, interest, and job secu- 
rity* The nurse assistant in long-term care* however, is the hands, eyesi, attd ears of 
the nursing home. We should not expect htm or her to be a more perfect human 
bein^, more bving, more gentie than the rest of m* And yet, the miracle of the 
nursing home is that we have nursing assistants who are gentle, loving, and caring, 
all the while confronted with daily crises and the most catastrophic effects of aging. 
Growing older and dying are more easily dealt with in the abstract. Facing and 
coping with deaths old age, and sickness calls for the most fundamental strengths in 
a human being* We give our nursing assistance strength by giving them support^ 
and knowledge. 

Inservice education and supervision are at the heart of the outstanding nursing 
home, ^ifbrmation, education, performance evaluatbn* and audit are ongoing, as 
they must be. In line with our commitment and our needs, our inservice education 
program is intensive and around the clock. Within the past 12 months, our nurses 
have been trained or updated in physical assessment skills, pe^hotropic medication, 
nasogastric tube insertion, depression, and CPR, The nursUtg assJjstants have been 
educated in regard to the m£^ diseases and disabilities of the aging; this included 
anatomy and physiology, medication, signs and symptoms, and nursing interven- 
tions. Iney have also been trained in obstructed airwa>- emergencies, taking blood 
pressures, accident preveniion, depression, and sensitivity. Next month* an anthro- 
pologist will begin a 10-session seminar in the cross-cultural aspects of aging; this 
program is for the nurses and nursing assistants. 

We not only educate our own staff, but also serve as a clinical campus for nursii^ 
students from the three levels of nursing education. The time spent here by each 
respective group is unconscionably brief. Given the current status of government 
support for nurse education— and this is another serious problem which must be ad- 
dressed-^we must be thankful that the student has at least this contact Both medi* 
cat and nursing education have been remiss in educating the practitioners for geron- 
tology. Five years from now we may not have a nursing shortage, but we wul cei^ 
tainly have a shortage of nurses interested or equipped to work in long-term care let 
alone with Alzheimer's patients. 

Still another issue that requires attention and appropriate action, particularly re- 
lating to Aizheimer^s pattcnui, is legislation to protect the patient from abuee^ mis* 
treatment, or neglect The long-term care nursing sector has repeatedly asked that 
the legislation which applies to the nursing home be applied to the acute care hospi- 
tal. The debilitated state in which the hospitalized elderly patient returns to his 
nursing home is outrageous: skin breakdown, no longer ambulatory, confused, incon- 
tinent This is patient ueglect. The moderately confuted Alzheimer's patient has 
been severely compromised, those severely impaired are frequently i^yond restom* 
tion. 
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R«March in the medtcal, nurfliog, and social sciencea clearly demonfitmtes oertain 
protfiama that M efTective for the Alzheimer'a patient Care.of.the.AkheimeT^B pa^ 
tient» I mean realty care and carinSf cannot be solely iii the domain of the finandal 
gymnaat It ie do more diflicult to demoaatrate the outcome of remotivation Uwrapy 
oreeneory atimiUation than it is to demonstrate the effect of bladder retrain^ 
fbrmer is seen in behaviors, the latter in the number of diapers us^ Both modal* 
ities cost money. We are forced to choose all too often between the diaper— and the 
dressing retraining exercise. We need reeouroce for both* 

We have restored ajgniHcant ftmction, mental and physical, for many of our Ab- 
hetmer's patients* In somf caecs, the coniUsion we saw was actually depression. It b 
not juat nurses who get burnt out; older people get burnt out» too. Akheimer's pa* 
Uonts get burnt out 

At the outset of my preeentation, I mentioned the impact of Alzheimer's on the 
family. When we admit an Alzheimer's patient to the nursing home» the family is 
admitted <Jso< We minister to the total needs of the identified patient and of the 
family. The hospitalized Alzhoimer^s patient with a fractured hip is 'HJie T^yearold 
demented patient with a fractured hip." Here, at the Jewish Home, the patient is 
known in his totality. 

We do not apply physical restraints becauae we are lazy; we apphr them because 
of a reasoned decision by the health team that it is too tiuiy to let me patient walk 
unassisted The family is a part of this decisionmaking and planning. You can pur- 
chase this Judgment* reaaomng, and planning, but at the present time we have the 
resources and capability to treat only a limited number of Alzheimer's patients. 

Nursing homes have been castiaated for many thin^. Of late» for reftisiag to 
admit the demented patient* the Alzheimer's patient It is the irre^ionsible nursing 
home which admits an Alzheimer's patient but lacks the resources to care for him— 
and his family. If I refused to admit an ALch^mer^e patient it would be because I 
could not safely and competently provide the plan of care and restoration needed. 

I have attempted, in tlus brief testimony, to touch on a number of issues— some 
legislative, some professional, some emotional'^-effecting treatment of the Alz- 
heimer's patient from the nursing perspective. It all comes down to commitment* 
resources* and recognition. 

We now have the commitment* but lack the resources and the recognition. Nurs- 
ings in concert with other members of the health team, has the skills and account* 
abilify to care for the AUheimer^s patient As legisbtors responsible to the public, 
you will never get the kindt level, uid qualify of care required and which you have 
every ri^t to expect, unless you provide the resources, the needed protocds* and 
the qualified people to oversee this care. 

Our society must improve its cap^^ility to treat the Alzheimer's pe.tient We 
cannot afford to undervalue the role of nurses in long^erm care inatttt'tions. The 
consequences are too painfbl and too costly for all invdved. Nursing is njt ignorant 
of standards* Long4erm care nursing has long striiggled with standards of ^o- 
ranee. The prospects for nursing are> I helieve, inextncably bound with the pros* 
pects for the Alzheimer's patient. 

Thank you. 

STATEMENT OF LESUE S. UBOW> MD., CHIEF OF MEDICAL 
SERVICES^ JEWISH HOME AND HOSPITAL FOR AGED, NEW 
YORK, N,V. 

Dr. LiBOW. Thank you very much. Ladies and gentlemen, I 
admire the decision of this committee to focus the bearing on 
heimer's disease and to hold the hearing at a nursing home, the 
place of residence of three-quarters of a million Alzheimer's pa- 
tients on any given day. 

As a geriatrician who has spent his career flnding alternatives to 
nursing care> I underline the danger of the f^lse promise of alter- 
natives to nursing home care. It is my view that very few Alz- 
heimer s patients have an alternative. 

I urge the committee to think seriously about directing money to 
improve the nursing home rather than have us continue, as we do 
in this country, to look away from the home in the false promise 
that there is an alternative* 
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You have selected probably the most educationally committed 
nursing home in the Uiiitea Stat^ This stropf commitment is 
based on our betief at the Jewish Heme and Hospital that educa- 
tion is the only mechanism by which to achieve quality assurance. 

We have developed a wide variety of educational [>F0gram8 for 
patient} family, and professional stanl For example, within several 
weeks of these hearings, all 132 senior medical students at Mount 
Sinai School of Medicine will experience a fu:st in Uiis country, an 
obligatory 2*week rotation into a nursing home, guided b^ our geri- 
atric medical facility, in collaboration with the geriatric team of 
nurses, social workers, rehabilitation specialists^ and others. 

The rotation of these students will help them learn about the 
strengths and limitations of the frail elderly, their families, and, in 
particular, those with Alzheimer^s disease. This is a far cry from 
the education of most ph^icians. 

Indeed, Alzheimer^s disease is without doubt, as pointed out so 
eloquently by the previous speakers^ the sin^e migor illness of our 
era, affecting 4 to 8 percent of those over 65, but 20 percent of all 
those over the age of 80. 

Alzheimer^s is a disease, not a natural accom|}animent of aging. 
Alzheimer^s ranks, in my view, with the leukemias and the cancers 
as a great debilitating illness for patient and family. However, Alz- 
heimer's differs from these malignant illnesses in four ways: First, 
the patient continues to live for many years^ second, the cost of the 
illness is unmanageable by patient and family; third, the patient is 
threatened with loss of individual rights and liberties; and fourth, 
the patient seems to be a total stranger at times to femily and 
friends. A case history may be hdpful. 

An 81-year-old former seamstress, widowed, mother of three 
adult children, a prou^ self-^fUcient individual, develops Alz- 
heimer's disease. She lives alone in an apartment, unable to deal 
with financial and social obligationa She wanders the streets and 
has become very suspicious and paranoid about neighbors and 
family* She sleeps during the day} is incontinent of urine, cries fre- 
quenUy. Two of her adult children urge nursing home placement, a 
ttiird disagrees and says her molher would never want that 

We do not know what mother would have wanted if she had been 
able to express her feelings at a time of mental clarity. A struggle 
occurs witnin the family. It is unclear as to what the right action 
is, The fomily physician prescribes medications which diminish 
sleeplessness, diminish paranoia, and diminish incontinence. 

Alter a period of time, the patient is placed in a nursing home. 
Fortunately, that nursing home has a special unit for Alzheimer^s 
patients. 

Medical investigation reveals that the patient has a treatable 
thyroid disorder independent of the Alzheimer'a After 3 months of 
treatment the patient returns to her apartment, and is now at the 
apartment with a likelihood of living & to 10 more years, and prob- 
ably being inhumanely placed permanently in a nursing home. 
What are the lessons from such a story? 

First, Alzheimer's is somewhat treatable. A hopeless attitude is 
inappr^riate. 

Second, imj)roved education of physicians, nurses, social workerst 
and the public is necessary. 
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Third, a "penultimate wiir' is essential in oilier for all of us to 
maintain some control 'orour-UvesT'^en in the face of Alzheimer^s 
disease. Everyone, while stilt healthy and mentally clear, should 
express in a legei document, our wishes, phil^^iophtes, and choice of 
surrogate in the painful eventuality that we should develop Alz* 
heimer's disease* I have called this document in previous publica- 
tions^ a penultimate wiU. It is a legal instiniment in New York and 
California, and is now about to be^me a leg^ instrument in Flor- 
ida and Michigan. 

Fourth^ teams of clinicians are necessary at each conununity to 
assist the family, patient, and physician in dealing with the Alz* 
heimer^s patient In foot, such teams do exist in certain communis 
ties now, but all too few in this country* 

Fifth, excellent nursing homes must be highlighted in each com^ 
munity so that proper plai^ment without g^t and excessive pain 
may occur. 

Sixth, we wilt ultimately prevent and/or cure Alzheimer^s. I am 
confident of that In the meantime, we must focus not only on cost 
effectiveness, but also on human effectiveness, for ttiese patients 
and families. 

Thank you, 

[The pr^>ared statement of Dr. Libow follows:] 



Mr, Chainnaii and menibera of the conumttee, I admire your decisitm to focus 
th«9e heaiinsB on Al2heifDer^s diieaae and to hold the hearinga at a nurmng hotne^ 
and am pleased to have this opportunity to testi^. Indeed, have aelected what is 
probably the most educationaUy committed nursi *z home m the United States. We, 
at the Jewish Home and Hoepital for Aged believe that education of professional 
Btaif> fomilies, and patients is the only mechaniam to ti'^ty assurance. For exam- 

Sle, within weeks of these heaiinga, all 132 aenior nwdical students at the Mount 
inai Medical School (MSMS) will ejq>enence a 6rst in this country. These students 
will spend 2 consecutive we^ at the Jewish Home and Hoepital for Aged [JHHA] 
guided by a select group of faculty and follows in geriatrics^ where they will learn 
from firsthand experience about the frail slderly> about the clinical and ethical deci- 
sions which are unique to this population^ about the difforencee between hoepitala 
and nursing homes, and most importantly, about Alzheimer's disease, the m^Jor dis- 
ease leading to placement of patients in nursiiv homee. For every Akheimer's dis- 
ease patient in a nurnng home^ there is at least one or two still residing in the com- 
munity. To ihiB extent, our Joint JHHA and MSMS effort is developing outpatient 
services for the community reeiding elderly with Alzheimer'a disease and for their 
families, in an efftti to reduce cost to society and to improve the quality of life. But 
for those who cannot remain at home (S3 to 6Q percent of all Alzheimer's patients)> 
it is fortunate that eiceltent nursing homes do exist 

Alzheimsr's disease is, without doubt, the single m^or illness of our era and cer- 
tainly of the forthcoming century. It affects about 4 to percent of those over 65, 
and about 20 percent of those over SO. It is a disease, not a natural accompaniment 
of aging BBt for example, graying of the hair. It ranks, in my view, with ttie Isuke* 
mias and the cancers as a great debilitating illness for patient and fomily. It difTen 
from those malignant itlnseaee in three waors: <1) The patient continues to Uve for 
many, many years after the onset; (2) the cost of the illness is unmana^feable by 
most individuals; and <3) the patient is threatened with a loss of the individual 
rights and liberties which are lus due. Thusi» the families of Aliiieimer's patients are 
faced with an unusual and sad situation. They are challenged to assist a patient 
whose illness is difficult to treat, whose social and financial burdens involve them in 
a variety of ways, whoee lifo will extend for years^ and who often is no longer the 
same peracn that they have known during their lifetime— at times, a total stranger. 
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CASBHlffCORY 

A brief ca&e hiatory wiU h^hl^t the problems in care* A 7d-7ear'Old engineer 
residing in New York City> father of three adult childteD> grandfather of seven, de- 
voted and bving husband^ effective community leaden develops Akheimer^s diaeaae. 
Over a 10 month period, he is unable to fUnctiOD socially, making serioua bonking 
and mi*paying errors^ failing> at tlmes» to recognize family and fnenda, and becom* 
ing intermittently incontinent of urine. His children live at some distance from his 
home; in New York State, Washington, D,C> and California, His wife now has the 
resDonsibili^ of running their household, arranging for his With care, and dealing 
with their increasing illation. She states that their friends continued to come to 
their home to play bridge, and for other eventa, for a brief period, but soon did not 
know how to talk with her husband or her. The pcdient reoognbes and talks coher- 
ently and appropriately with his wife on only rare occasions. Most of the tin^ he 
doesn't aeem to know her He is seicua^y demanding and, at times; believes that his 
wife is unfaithful to him. His reasoning, orientation to tmie and place, memory for 
recent and distant eventa is impaired, his intellect and judgment nave badly deterio- 
rated and he is, in addition, depressed and cries Afequently, He sleeps during the 
day and is awake meet of the night. He wanders out onto the street and ia unable to 
fmd his way home. Two of his children strongly urge their mother to place him in a 
nursing h<Hne, A third child strongly disagrees with such plac^nent. She aaya that 
he would never want this, and she ^'couldn't do this to him" after 55 years of mar^ 
riage. She, herself, is now becomit^ ill, unable to sleepy and suffering from weight 
loes^ bneliness, anger, and depression. It is the memory of the 55 happy years that 
"keep her going," 

At times he is ph^cally threatening to- her, with bursts of violence that never 
occurred during their 55 years together. His physician has nrMcribed medicati<m8 
for sleep and for his excessive suspiciousness, wandering, and depression. He began 
the treatment for the global mental dysfunction wiUi the newest of unproven 
though hopeful remedies which contain cholene, a chemical component of vital 
brain neurotransmitters* The wife and children engage in a painf^ family struggle 
about nursing home placement. The patient's wandering sleeplesBDesB and assaul* 
ttve behaviors diminish somewhat with the new medications. It is likely that the 
tient will endure another 5 to 10 years, ultimately heing placed in a nursing 
me for continued care, 

PATICKT CABS HIOHUOHTS FEOM THS CASS HlffrOKY 

Five additional "care"' pointa are highlighted by this touching and very real case: 
(1) When an older man develops Alzheimer's disease he is likely to have a spouse 
who can assist him. Though Amteimer's disease aifects both sexes it is much more 
prevalent among women. Since elderly women usually outlive their husbands^ they 
are very Ukely to be alone when AMieimers disease strikes and, thus, frequently 
turn to nursing homes for surrogate suppcrt We need to create less expensive, com* 
munt^'based surrogate support. This is not a likely achievement without prior 
plannmg. In the meantime, perhaps for the next 10 Co 20 years, we must come to 
see the nursing home as a necessary jiart of the life cycle for many, reflecting the 
natural social changes of a graying Nation; the physician should, where appropriate, 
aupport the concept of nursing home placement through ^^inishing family guilt 
and tension, (2) Friends and, at times, family disengage with both patient and 
spouse, partly because of not knowing how to approach or talk to the pattont, and 
partly because of the fear that this illness ihduoea. We must quickly and clearly 
educate both public and professionals to the approeches to Alzheimer's disease. This 
education effort should be lead medical centers and, most particularly, by nurs^ 
ing homes. (3) Patienta with Alzheimer's disease hi^ve more residual mental compe- 
tence than meeta the awareness of laymen or professionals. It is likely that many 
can decide about some key life decisions remaining; for example, decisions about in* 
hetitance, placement in nuning homf^, ^tc, 

me PEKULTIMATC WlUi— A MSCHAKtSM TO IH8U11B SOME CONTROL OVER ONE'S LtFS 

I recommend the penultimto will as a legal instrument which will allow eveiT 
person critical control over tl^eir remaining years, should Alzheimer's disease befaU 
them* In this will, written at any age, but at a time of mental competence, we ad* 
dress the possibility of ensuing mental impairment and remaining 'ears of lif^, 
select our surrogate, and state c^ir desires and philosophies. Such an instrument 
greatly aids the clinician, the court, and most oialU the patient as is clear in the 
case described today. Clinical care of the Alzheimer's patient is not a one cUuiclan/ 
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one- patient determination. It involves Mvered cliniciane (phjnician^ Bocial mrken 
iiuree> etc,, patient and family). Aa at the JHHA, teams of pfwri<^ 
an instrument of care available to clinician, pfttient> and family. Eveiy community 
must quickly develop a geriatrician leader who» in turn^ wilt mold tbe team. Threat- 
ments are available* Aa seen in our case, there are treatments and inaneuvers for 
the sleeplessness, the paranoia &nd painful ideas of susptdon, and the depression. In 
addittom there are team supports and approaches for the newly available "time 
without direction/' and for the fmancial, l^al» and ethical issues. 
To mip(roive the care of Alzheimer's patients, we need to: 

(1) Increasingly educate all U^ymen and health provi^rs attotit the illness. 

(2) Develop teams in each community; in particular* train special physiciana» 
called geriatriciana, to lead these educational efforts. This, in effecti is well under^ 
way with the JHHA/MSSM newly established program in geriatrics* 

(3) Have the physician take an active, therapeutic role with fiatient and family, 
including guidance as to proimosea, placement> etc* 

(4) Have the entire pofmlace complete a one pa^ penultimate will to provide safe 
protection and safe direction in the event of Alzheimer's disease; and 

(5) Support increased research into this disease, a matter which Dr. Butler has 
play^ a tnejor role, and which be will addreee today. 

I am convinced that in the near Aiture we can conquer and prevent Alzheimer's 
disease' We can certainly now do mudi more than is being done to improve the care 
of the patient and to assist the family. 

Thank you. 

Senator Fressler. I think you both have presented excellent tes* 
timony. May I ask^ how many beds does this home have? 

Ms, Mtttv. It has 514. There is a Bronx division as well. 

Senator Pressler. So you would consider this^ your total about 
1,100 beds? 

Ms, MiTTY* Yes, 

Senator Pressler. How many are Alzheiiner^s patients? 
Ms. Mtttv. I would think 50 percent are. 
Senator Pressler. F&ty percent. How many of those are under, 
roughly> 70 years of age? Do you have any way of knowing? 
Mb, MrrxY. Did you say 65? 
Senator Pressler, How ma:^ are under 70? 
Ms. MiTTY, Vefy few. 

Senator Pressler. If a link could be found to treat or cure AIz* 
heimer'Sf then this institution^ 50 percent of its patients, depending 
on what may occur later in some other form, 50 percent of the pa- 
tients in this institution would be affected; correct? 

Ms- MiTTY, Yes. 

Senator Pressler. I think that is a very significant number. As I 
mentioned earlier, the nursing homes that I deal with on a regular 
basis are much smaller. Costs in some cases are higher because of 
that lower volume. We have many of the same problems that you 
have. 

So, I think that, although we are from States that are far apart, 
I am here to learn some tnings, but I am finding some of the same 
type of testimony I heard in the South Dakota hearing a couple of 
weeks ago. 

You mentioned thaf you have a difficult time in getting nurses to 
work in this specialty. At least they are not trained in this area» or 
perhaps there are other more attractive things. What is the reason 
for that? 

Ms. MiTTV, I would sey, in part, it is a psychological reason for 
not wanting to work in a nur^ng home; it is not as exciting as hos- 
pitals, or so it would appear to the persons there. 
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rthihk that a nurse's education and training have not been in — 
stilled enough for them to be thinking about the long-term care 
sector. There is not even that germ of interest 

I think for anyone to work in long-term care, aoy professional, 
the rewards are nard to see. The goals are hard to achieve* So that 
the nice feeling that you would get from being a helping person are 
sometimes hard to grasp. 

Self-esteem rewards that we need at work are sometimes difficult 
to capture in a long-term care setting* 

Senator Pr£ssl£R. I think you mentioned something that is a 
great problem. I have hc^id that the 4-'H Qubs of America have a 
project of young people visiting nursing homes with the approval of 
the homes^ of course, but we do not look upon work in a nursing 
home as exciting as work tn a hospital* 

It is a difficult place to work^ although it is rewarding. There is a 
problem of attracting personnel needed with the increasing aging 
population coming. I have beei^ one who has urged that gerontology 
ictd studies and learning centers make us more aware of the aging 
process. It is important^ that this not be an unattractive thing* 

Indeed, I think that businesses, commercial institutions, and tele- 
vision ads have a responsibility in this area. 

The aging process is not considered an attractive process in our 
society, the perception of that, perhaps, has led to spuK^Tproblem^ 
in terms of getting the best or most dedicated people. We need to 
reeducate ourselves abort the work that is done in the nursing 
homes. I tlUnk you nave made a good point this morning. 

I shall yield to my cdleague. 

Chairman Hecnz [resuming chair]* Mr. Acting Chairman, you are 
doing a superb job* You may continue. 

Senator Pressler. That is about all of my questions* 

Chairman Heinz* I want to apologize to Ms* Mitty and Dr. Libow 
for missing your testimony. I had to be out of the room for a 
moment* I managed to read your testimony. I have yet to get to 
yours, Br. Libow. 

On reading your testimony, though, there were two thin^ that 
struck me. The statement thatt your concern about the debilitating 
state in which the hospitalized elderly patient returns to his nurs^ 
ing home is outrageous* What is the problem? Is this something 
that should be best lelt to tihe medical profession to come to grips 
with? We like to think, when we turn a patient over to a nurse or 
doctor, it is not going to be hazardous to uieir health* 

I do not want to create a terrible rift between you and the medi- 
cal staff in asking the question. 

}Ab. Mrm* Dr* Libow and I go back a lon^ way. I think the prob* 
lem with elderly people, Al^imer^s patients in a hospital, is 
really two-thirds a nursing issue and one-third a medical one* 

I do not think the nurses we are turning out from our education- 
al en^m know how to give Aindatnental nursing care. I think that 
is showing up, not just back in the nursing home, but showing up 
all over* 

I think we have a problem with the accountability system, or the 
way we see our patients* No one is minding the store* There are 
problems we are seeing with the elderly. 
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Chairman Hein^ rmterrupt.you .to a8k..what_is missing ^ 
Trom nuiBtng education? 

Ma Mimr. Patient contact One of nnr recommendations in the 
testimony is that I supported, and that I need, an empty school-of- ' 
nursing building to house niy nursing staff 

We are not training nurses with handsKm skills and intellectual 
skills really to do the job. 

Chairman Hemz. What you are saying is that when you get your 
R*N., somehow you manage to get it without really workmg with 
patient^ 

Ms. Mrmr. Yes; you can get an RN. without barely touching a 
patient You can sit for the ucenaing exam^ It is a different type of 
training than it was 15 or 20 years ago. I think we are all suffering 
from it 

Chairman H£1M2L What should we be doing about it? 

JSb. Mimr. Well, I think that you should take a look at nursing 
education and put demands on the profession fbr performance or 
an outcome 

Chairman HfiiNz. There have been from time to time some 
health manpower programs that do mppart nursing training but 
tliey have never gott^ into the curriculum kinds w issues* These 
issues have been left to individual States to determine. 

Are you saying we idiould go into that^ 

Ms. Mimr. I think you are entitled to know what your money 
purchases^ and to look at test scores^ numbers of incidents of infeC' 
tion, of foils, of complications^ secondanr to the hoeitttalization. 
There are ways to look at the effect of what you are purchasing. I 
think that that can be within your domain as vreH 

Chairman Usmz. We have traditionally looked at purchasing in 
terms of the abOity <^ a student to attend an accredited school as 
opposed to the product^ the product of that education. It has been 
more of an avenue to provide opportmuty for the individual as op- 
posed to a means to assure the quality of what is taught or pro- 
duced. 

I hear what you are saying. 

Let me ask you this question, then: Of all of the things that you 
think we at the Federal level should do, and I ask this of both of 
you, what would be the one or two moat important things you 
would like us, upon returning to Washington, later tod^, to do? 

Dr. Libow, why not take a crack at that? 

Nurse Mftty is composing a long list and slowly scratching them 
out. 

Dr Libow. The key to Improving quality of care for those at all 
ages, particularly the elderly, is improved education of h^th care 
profS»sion and emphasizing a different set of goals. Too little enh 
phasis and too few dollars nave been spent on that 

You cannot attract nurses^ physicians, or social woricers to a 
nursing home or to work in community agencies, with the elderly 
iU, unless we educate everyone toward new goala 

The ipals of dramatic cure are not appnraiate goals in dealing 
with 80-yearK)lds, with some exception. Relief from pneumonia is 
welcome at any age, but vnth the elderly, it is often a matter of a 
little less depression, a few less felts» a little less incontinence, and 
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perhaps a little more time out of the nurBing home. Thoee are the 
goals we need to imbue in students and health cai« professionals: 
Chairman Heinz. I commend you for that statement I would like 
to enlarge on its imjHlcatlons based on a hearing we held some 2 
months ago. 

We held a joint bearing with the House Aging Committee on 
drug misuse and the elderly* Tbe hearing was replete with testimo* 
ny» throu^ informed witnesses^ some of them doctors. Many of 
them spoke of doctors prescribing and then overprescribing, pre^ 
scribing more medication to take care of stymptoms created by the 
incorrect use of another drug. Persons who might have gotten by 
just fine with aspirin or a small dose of heart medication ended up 
on some 15dru|^. 

Each drug tried tc combat the apparent symptoms of another 
drug without the physician knowing about it 

lou seem to be saying that our medical profession, like the 
American society* is often accused of beingoriented toward a quick 
fix. They are trained to do quick fixes* They are trained to deal 
with acute care issues. 

In a sense* it is also part and parcel of our need for instant grati* 
Ecation. 

So you are sajdng to medical schools^ they do not fiilly under^ 
stand the orientation that they are imbuing their graduates with. 
Is that a Udr statement? 

Dr. L!BOw. There is a mismatch between the educational atystem 
and the demography. That is it We» at Mount Sinai» and we» m the 
Jewish Home and Hospital for Aged» we have changed that mis* 
matched emi^iasis. Sinular changes are happening in other places 
in the country, but there are 127 medical schools and a large 
number of nursing schools where tittle change has occurred. 

You asked for other key changes to emphasize when you go hack 
to Washington, D.C. There is something wout the medical ^id hos^ 
pital payment system which does not recognize the demograpliy 
either. 

The physician and hospital get paid for technol<^. Put in a 
scope and get well reimbursed for the great skill. 

In contrast, you do not get paid for time and other skills that are 
reflected in obtaining a long history fh)m a patient iri holding a 
patient's hand, or in making a house call. 

If you chai>ge the payment fiystem, Senator, you change the 
entire approach to the elderly in Uiis country. 

Chairman Heinz. I am almost tempted to ask if we should go to 
a time and materials basis rather than a turnkey basis. How would 
you change it? 

Dr* LiBow. The changes are fairly straightforward, and I would 
be pleased to discuss mem with you and the committee. The es- 
sence of the change, S^ator, would be to come up with a formula 
that reflects dollars for time and dollars for critiod nontechnologi* 
cal remedies and approvals. 

Chairman Heinz, What you necessarily are suggesting, then, is, 
and I wasn't being fecetious, time and materials. 

Dr LiBow. My answer is very simple. It is the heart of the issue; 
if you want to change the health system quickly and produce 
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health care for the elderty» change the emphasis of Feimbursement 
from technology to clinical csace. 

Chairman Heinz. An interesting and provocative ttiought. 

Any ottier comments? 

Ms. Mrm. No; I would second what Dr. Libow said. Before you 
change the reimbursement system, please take a look at what you 
have. 

Chairman Heinz. Which change are you referring to? The rea- 
sonable cost system ttiat we think we more or less have now, or 
DBG system? 

Ms. MrfTY. Beferring to DR6, Federal healtti surveys, titles 18, 
19» referring to systems that are in i^aoe and chewing up profes- 
sional staff that could be doing other things. Before you implant 
somettiing else^ I think we need to look at what we have in*house. 

Chairman Heinz. Are you saying, so that I understand you» now 
at least say, in moving to DBG, let it have time to work itself out? 
Do not change it tomorrow? 

Ms* MnTY. I am not convinced we should erase the DBG. We 
have not tested that yet I know the Federal survey, as it currently 
operates, does not look at outcomes at all. It does not really look at 
h3alth care delivery. 

We are not reall^^ in a qualify assurance mode. We really do not 
know if we are getting our dollar's worth. 

I recommend before we go and spend dollars^ either more or dif- 
feraitly, you have to clean out or clean up what you have now. 

Chairman Heinz. Thank you. Do you have a sliort^ GfiO^page 
paper on how to do that? We will contact you later for your 
thoughts on that^ I am sure. 

In your testimony, you said you wanted to clean up the present 
fiystem. Let me discuss that issue with you later a litue bit further. 

Tliank ^ou both very much. 

Our third and last panel includes Janet Sainen comnussioner of 
aging. New York City; It includes a dear friend of mine, former di- 
rector of the National Institute of Aging, and now the chairman of 
ttie Department of Geriatrics and Adult Development^ Afount Sinai 
AMical Center, Dr. Robert Butler: and ttie deputy durector of 
Brookdale Center on Aging> Samuel Sadin. 

Let me warn you that Mr. Strauss and I conversed in the corn* 
dor and we will have an additimal task for you at the conclu»on of 
your testimony. 

STATEMENT OF JANET SAINEB^ COMMISSIONER, NEW YORK, 
N.Y^ DEPARTMENT FOR THE AGING 

Ms. Sainer. I want to express my appreciation^ and that of 
Mayor Koch, for holding this hearing m New York City and giving 
me an opportunity to t^iify on a subject of such deep concern. 

Indeed, because we are aware of me increasing incidence of AIz- 
heimer^s disease and its increasing significance, we are holding a 
mayoral conference on Novendier 3, to give reccgnition to the seri- 
ous impact of this disease. We hope that you, or members of your 
committee, can be with us on that day as we review some of the 
ways in which we in New York City can more ^effectively deliver 
services to Aizheimer^s victims and their fotnilies» can sensitize 
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health and human services providers to the complexity and enor* 
mity of this disease^ as well as higM^t key legislative and voUcy 
issues. The hearings you are conducting around the country nring 
Alzheimer^s to the fore. For this, you are to be commended. We 
would hope that as a result there will be more progress and more 
action taken. 

1 would like to focus today on some of the community-abased 
issues. We have heard from a number of infititutbnal pe<^e, and 
that is a very important dimension of the whole problem. We have 
a great concern for conununibr-^based care and the increased need 
to take care of an estimated 50,000 noninstitutional persons living 
in New York CSty who are afflicted with Alzhetmer^s or dmUar dis* 
orders* 

New York, like other urban areas throughout the country, has 
seen ^nificant changes in its elderly population over the past 10 
years. The 75* to S^^yearold cohort has risen 15 percent since 1970, 
while those 85 and over increased by S7 percent In addition, the 
number of elderly living alcme has increased in the past decade by 
over ISVi percent Clearly, more and more of our a^ are kinless 
and mateless, and they are the very old, v^ poor, and usually 
female. 

A^>reover, the lives of our urban elderly are different from those 
of their counterparts elsewhere* You know we have a large nundber 
of apartment dwellers, and many live in communities whidi have 
undergone enormous change in the nast 10 years. They no longer 
have uie doctors they used to have. There is nobody there to recog* 
nize some of the subtle behavior changes which signify the onset of 
Alzheimer's. 

We know that we get calls at our ofGce f:om the police, or nei^i- 
bors, when they hear of somebody letting the tub flow over, or of 
foig&tting to turn off the gas. 

Tliese kinds of cidls are familiar ones. Not only social serviceB 
providers and health professionals* but the police and landlords 
and those in housing pnriects, are beginning to wonder how to cope 
with the problems that victims of Abdietmer^s disease present. 

I want to underscore what Peter Strauss said about the issue of 
couples. The spousal issue is indeed a critical one. He made such 
an miportant point of it^ I do not think 1 have to reemphasize it to 
you. 

I also want to underscore SeJiator iVAniato's and vour concerns 
in connection with increasing fUnds for research in Akhetmer^s dis* 
ease. I hope that that can be a very concrete result of the hearings 
that you are conducting. What I am particularly concerned about> 
however, is the little assistance that is available in the community 
vrtien familieb are Ruling to care for their elders who are ^ble to 
remain in that communi^. 

Most of the services that do exist require an income eligibility. 
Chronically ill patiouts who require long-term care must spend 
down to medicaid eligibility levels. In New York CSty, we have one 
of the larigest and most effective home attendant programs for med- 
icaid eligible clients anywhere in the country. Ebwever the patient 
must be able to direct those who give the care, and the progressive 
deterioration of the patient prevents them firom assuming such re^ 
sponsibility, unless there is family to provide this supervision. 
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Medicaid eligibtttty_ is _cu|TenUy_$6)4Q0_fQr a couple in_New Yprk_ 
State; assets cannot exceed $4^00, and $1,500 per person can be 
niaintained for burial expenses. 

At this time, only 17 percent of New York City's dderly are med^ 
icaid eligible. Therefore, when we try to address the problem of 
long-term care^ putting sole emphasis on income digibiUty, rather 
than level of disability is sometmng that must be changed. 

Having income above the medicaid eligibility level does not auto^ 
matically insure one's ability to pay for needed care and services. 
Some of the people who testified earlien Mrs* French particularly, 
highlighted that Moet re(^t data indicates that half of those 65 
and over in New York City had incomes under $10,000. 

I do not have to teU you about the high costs cited before for pri^ 
vately purchased assistance. What is important is that our current 
system pauperizes spouses^ and overburdens adult children who 
assume responsibili^ for their disabled relatives. 

We urge action. Our primary recommendation is that a contin- 
uum of sodal and medical care, including community-based in- 
home services^ adult day care, recite, and quality institutions with 
trained staff, needs to be part of the medicare system. ITnfortur'^te- 
ly> medicare continues to be an insurance program to cover 
costs of acute ilhiesa We muse acknowledge and act on the foct 
that the elderly who suffer from chronic illnesses need long-term 
care services. 

Senator Heinz, we are pleased with the legidation you have in- 
troduced^ Bui I say to you, franldy^ that wo havo to look beyond 
the medicaid^-income-eligible popuIation> if what you are proposing 
is to be efiTective for the large number of elderly and their ftoiilies 
in this city and across the Nation. 

I ur^ you to consider the total cost this society pays through 
local} State, and Federal resources to provide medicaid and medi- 
care fUnded services. If we look at what is currently paid through 
these systems^ I think you will &id ^t what we are proposing is 
not that much more costly. 

In addition to Federal financing of the services required by Alz^ 
heimer^s patients and families^ tliere is no question that we want 
to increase support for research. We also support assistance 
throu^ the income tax ci^^t, which you had earlier mentioned 
was one of three bills being |UX>posed. 

Another issue we would like to underscore is that the Federal 
Government, while increasing incentives for community-based 
home care, must assure that there are an adequate number of 
nursing home beds to care for those who must be institutionalized* 

Furthermore, the Federal Government should insure that nurs- 
ing homes acoepf patients with Alzheimer's and related disorders. 
Too often, even if medicaid or private funds are available, the Alz^ 
heimer's patient is shunned by institutions because they feel 
unable to manage such patients. 

The area that Ms. Mttty spoke of before, of beuig sure that the 
institutions can give quality care and yet having adequate beds and 
space in place for sudi pau^ts, is something to which more atten- 
tion must be given. 
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I would underscore the need for increased training of musings 
home staff and home care aides who can care for people with AIz* 
heimer's disease. 

As the director of the area agency on aging here iB New York 
City, I would like to touch on one other issue. 

I would like you to include in the reauthorization of the Older 
Americans Act new pn^^ram directions^ as weU as increased fund- 
ing for programs that address the needs of those suffering from 
Alzheimer^s disease and related disorderSt and those who are 
chronically disabled. Area agencies could become the repository for 
information on all diagnostic and service programs for families and 
patienta of Alzheimer^s in their geographic areas. 

The area agencies on aging shotuti be^ and could be^ a first stop 
for those who need help and guidance. Perhaps this could be ac- 
complished in collaboration with the local associations of ADRDA. 
ADRDA is to be commended for the efforts they are making in pro- 
viding information^ making referrals^ ^d creating support groups. 
They need help and funding. 

I think the area agencies would be more than willing to work col* 
laboratively with these organizations. As we consider some of the 
critical informational needs that fiunilies have on reimbursement 
issues, legal services, and support groups, I think we have the ca* 
pacify, with very few (jbllars^ to be able to add that dimension of 
assistance through the Older Americans Act. 

In conclusion,! would like to reemphaaize that we need substan* 
tially more Federal funding to support research on the causes, 
treatment, and cures of Ahiieimer^o and related diseases. We need 
medicare to help finance long-term care^ including home care for 
the chronically disabled. We need a coordinated long-term care 
system that insures a continuum of care, including in*home and 
community-based services. 

We need an income tax credit or an aUowan{% to assist families. 
We need to be assured that there are sufficient nursing home beds 
in each State adequate to care for tl'B Alzheimer^s patients, and 
ready to accept them. Finally, we need to str^igthen the capacity 
of area a^ncies to assist patients and families of Akheimer^s and 
related disorders, to serve as a central resource center, to be a 
source of counseling and guidance, and to work collaboratively 
with those most closelyoifTected. 

It may be quite awhile before science finds answers that will lead 
to the cure or prevention of Al^eimer^s. Meanwhile, by providing 
the vital day*to-day support needed* we can lessen the tragic 
impact of this most dreaded dis^ise. 

Then> perhaps, the title of today^s hearing being *^dless Night, 
Endless Mourning: Living with AlzheimerV can be translated to 
"Living With Ahheimer's Mom EfTectively/* 

Chairman Heinz. Thank you very much. A most comprehensive 
and extreme^ thoughti^ statement. 

\The prepared statement of Sainer follows;] 



I am Janet Sainer, oommiBflioner of the New York City Department tor the Aging, 
the area agency on aging which atts aa an advocate on behalf of our more than 1.3 
mllHon elderly 60 years of age and older. Mayor Koch has asked me to thank you 
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for holding thia henring in Now York City, and giving ub an opportunity, to testify. . 

on a subject whichis of deepest concern. Indeed » because we are aware that the inci- 
dence of Alzheimer's disease is increasing significantiyi we in Hew York are taking 
a fitep to give recognition to its serious impact on the elderly and their families. 
Last spring* the mayor personally askeil the department for the aging to convene a 
task force of city officials, migor meilical and social service Leaders* and f amity' care- ^ 
givers, to plan a citywide Mayoral Conference on Alzheimer^s Diseasei slated for No- , 
vember Z, the beginning of National Alzheimer's Month. The goal of this conference 
will be to address the most effective ways to reor^nize and deliver services to Ak- 
heimer'8 victims and their families, to sensitize health and social service providers 
to the comi)texity and enormity of this disease* as well as highlight key legislative 
and policy issues. Moreover* to augment the efforts of this conference, a resource 
directory is being prepared which we hope will serve as a guide to what services are 
available and how best to gain access to them. 

In holding our conferencor we are responding to an increasing need among older 
people and those who care for them. Although there are no exact figures on the 
numbers of persons who suffer from Alzheimer's disease and similar disorders* 
recent reports in "Scl-ince" estimate that from 5 to 10 percent of those over ft5, or as 
many as 2 million Americans are afflicted. Worsen as we conquer or ameliorate 
other illnesses which extend the lives of individuals and increase the number of et- 
derly, the incidence of A' ' mer's disease rises. It is projected that the ptevalence 
of these illnesses will more than triple in the next 60 years. 

Up to nowt those who were affected by Alzheimer^s disease and those who care for 
them have tended to close themselves off to cope silently and with little help, except 
for institutions. Until very recently Alzheimers disease has been viewed as an insti- 
tutional rsther than a community-based problem. Indeed, an estimated 50 to €0 pei^ 
cent of nursing home patients have some form of dementia. 

Some simple arithmetic, however* would indicate that, the mo&l conservative 
estimates, at least a million Alzheimer's victims are maintained at horre. In New 
York City alone there are probably upward of 50,000 persons over 65 living in the 
community who are afflicted with Alzheimer^s or similar disorders. 

I should like to add an urban perspective to these figures. New York City, like 
other urban areas throughout the country, has seen significant changes in its eldei^ 
1y population over the past 10 years: It has grown older and it has become increas* 
ingly live alone. The 75 to S4 year cohort rose 15 percent from 1^70, while those S5 
and over increased by 37 percent. In addition* the number of elderly living alone 
increased by 1^'^ percent in the past decade. Clearly^ more and more oi" our aged 
are kinless and mateless— they are the very old, the very poor, and usually female. 
Moreover, the lives of urban elderly are different from those of their counterparts 
elsewhere. They are apartment dwellers* and many live In communities which nave 
undergone enormous change in the past 10 years. Their private doctors are growing 
older and are not being replaced by new physicians^ Thus* there is often no doctor 
who knows th^m personally and who can recognize the subtle behavior changes that 
herald the onset of a deteriorating condition. The neighbors of elderly who live 
alone are often casual acquaintances, and younger who also may not be aware of 
changes in the older person until some overt act, such as turning on and forgetting 
the gas* or letting a tub overflow, occurs, which threatens not only the older person 
but his or her neighbors. Our department is only too familiar wHh calls from the 
landlords* neighbors, and the police* asking for help for such elderly. 

As for elderly couples* the physical and enwtional strain placed on the care-giving 
spouse is almost beyond belief. As difficult as it is for children to watch the changes 
in an older parent* how much more tragic it is for a spouse to see such deteriora- 
tion. 

Further, although families are available to most of our elderly, they* too* are 
npi^rtmcnt dwellers and usually do not hav? room to care for an older deteriorating 
parent 

We are well aware that a diagnosis of Alzheimer's disease changes the life of the 
entire family for as long as the patient lives. And recent studies indicate that most 
families maintain their relatives at home for 4 to 8 years after the diagnosis. Fami- 
lies are cauf!ht in the dilemma of increasing demands and decreasing resources. Pro- 
gressive deterioration and unpredictability of symptoms force the patient and the 
family to a<]i)ust continually to new problems and higher levels of impairment 

Until we achieve a m^jor breakthrough in research to prevent the onset of Alz* 
heimpr's disease and other related disorders* an urgent need exists to develop pro- 
granu' nnd scr/ices to assist families who con core Tor their stricken members and 
humnne services for those who hnvo no families. 





so 

At present, all too little iu»istance is available in the community. Moreover, most 
of the serviced that do exbt, require income eligibility. Our current system forces 
our chronically Ul aged who require long'terra care onto medicaid. For examplef in 
New York City, we do provide in-home services under medicaid. But to be eligible 
for home-care services^ the patient must be able to direct and supervise the home 
attendants The progressive deterioration of these patients prevents them from as- 
suming such responsibilities. On the other hand, when there is family to provide 
this supervisioUf the family must eenerally ^'spejid down" to medicaid eli^bility 
which is $6,400 for a couple in New York State, The family must also spend all their 
assets down to $4,200* plus $1,500 per person for burial expenses* 

At this time only about 17 percent of New York Cit^s elderly are medicaid eligi- 
ble* The large mt^rity are not. However lack of medicaid eligibility does not auto- 
matically insure one's ability to pay for needed services and care. Moat recent 
income data for the cit/s elderly indicate that half of those 65 and over had in- 
comes falling between ¥4,000 and $10,000, To privately purchase assistance costs ap- 
proximately $5 an hour on a parMime basis. Families and individupb requiring full^ 
time, around-the-clock help, get a bargain rate from $250 to $400 weekly. How many 
elderly or their fellies can support such costs? 

Our current system pauperizes Jie carmg spouse and overburdens adult children 
who assume responsibility for their disabled relatives. 

We, therefore, urge as our primary recommendation, that a continuum of social 
and medical care — which includes community-based in-home services, adult day 
care and respite, and ardliitecturally designed institutions with trained staff to take 
Into account family and patient needs— be financed under medicaren 

Medicare continues to oe an insurance program to cover the costs of acute illness. 
We must acknowledge that the eUerly suffer from chronic illnesses and need cov- 
ered long-term care services, t recognize that this may be an inopportune time to 
suggest that medicare must cover more services when Congress is faced with shorts 
falls in the medicare trust Ainds* But t would uxige you to consider the total cost this 
society pays through local. State, and F^eral taxes to provide medicaid and me<ii- 
care services- M^en you do not provide long-term care under medicare, you pay for 
increased lengths of stay in hospitals^ or you send patients to more costly nursing 
homes who could be cared for at home, I suspect, and t admit t have no documenta- 
tion, that the families caring for Al^eimer'a patients experience higher incidence of 
physical and emotional illness. This too, adds to our national health care bill. 

In addition to Federal financing of the services required by Alzheimer's patients 
and families, the Federal Government must increase its support both for bask re- 
search into the causes and cures of Alzheimer's and related disorders^ and for dem* 
onstration programs directed to alternative living and service arrangements for pa- 
tients who require custodial care and supervision of their person and property in 
order to be maintained at home as long as possible. For such persons^ particularly if 
they can be boused in close proximity to each other* a grant to a single a^ncy to 
care for a number of Alzheimer's victims, including supervision and tramin: of 
home attenda^iUt group shopping? and meal preparation for all clients might prove 
both costefTective and humane. New York State's enriched housing program pro- 
vides some of these services for the frail elderly. Might we not look at the applicabil- 
ity of the same concept to illnesses tike Alzheimer's? In addition. Federal funds 
should be made available to renovate existing nursing homes to permit them to care 
for Alzheiti^er's patients. 

When, however, families can and do assume the burden of care for elderly dis* 
abled relatives either by taking them into their homes or by paying their bills, we 
strongly support assbtance to tnem through the mechanisms of income tax credit or 
an allowance in the case of lower income families v^ho do not pay much in taxes and 
for whom the fiscal burden is greater. 

The Federal Government, while increasing the incentives for community^based 
home care, must simultaneously insure that there are an adequate number of nurs- 
ing home beds to care for those who must be institutionalized. Further, the Federal 
Government must insure that nursing homes accept patients with Alzheimer's and 
related disorders* Too often, even if medicaid or even private funds are available, 
the Alzheimer's and dementia patient b shunned by institutions who feel unable to 
manage such patients. In this regard, we would also like to see increased training of 
nursing home and home care stafls who care fbr Ateheimer's patients. An informal 
survey conducted by the department for the aging of 'ome 60 nursing homes in New 
York City found only eight had specific training programs on Alzheimer's disease 
for staff and special care regimens for Alzheimer's victims. The mmority of nursing 
homes arc not adequately prepared for the complex task of providing quality care 
for an Alzheimer's victim. 
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As th« director of an ar^ ag«ncy on figiBg> 1 mmld aleo urge you to include in the 
reauthoiization of the Older Americane Act new program di^ctioiu> as w^U as in* 
creased finding for these programs, lite area agencies should become the repository 
for mfbrmation on all dis^oetic and service programs for Gunilies and patients of 
Alzheimer's and related disorders for their geographic arses. It ^ould be the ''first 
stop to direct people for help. The erea agencies should also be fUnded to assist 
existing aupport groups^ or provide seed monfi^ where no such groups exist Flamt- 
lies cannot cope alone with caring Tor these patients. They need strength and under- 
standing from persons who are sharing the same burdens. Hie Oldinr Americans Act 
legal services programs should be expanded to provide assistance with the legal 
tiroblems Guniliee and agencies Tace with managmg the affairs of Akheimer's pa* 
tients. 

In oonclusion> I would reemphasize that: 

We need suhstantLally more Federal Tunding to support reeearch into the causesi^ 
tyeatmen fr, and cures of Aliheimer's and related d jswes, 

We [M&edlifidicare srhnAn^iong*tftnf> t^n^^ tw'^liidtng home care for the chron* 
icftlly disabled. 

We need a coordinated long-term tare systm QwtjvUl in sur e a contmuum of care 
which mcludes ih^Koroe and <»munun3^-lMise^servi^7 AnBi^thsoe communis serv^ 
ices ehould include alternate living and service arrsngementSt as w^ as respite and 
adult day care. 

We need in<»)me tax credit or an allowance to assist Guniliee who care fbr rela* 
lives St home. 

We need a Federal requirement that federally supported nursing homes accept de- 
mentia patients^ and we need to insure that ihtre are sufficient nurvit^f home beds 
in each State in architecturally appi'Opriate and adequately staffed institutions for 
patients with dementia and related diwa&fs* 

We need to increase the tsraitUng of nursing and home-care staff who care for Ab- 
heimet^s disease patients* 

Finally> we need to strengthen the role of area agencies to serve patients and fkm* 
ilies with Alzheimer'e and related disorders wli^ tiie Older Ameriduis Act is 
reauthorized by funding area qg^cies-io establish 'arTepoettcry"oHnfonnatioti'on~ 
diagnostic and social services in their geographical areas lor Akbeimer's patientSf to 
strengthen and eetabliBh self-help groups, and increase legal services to patients and 
families* 

It may be quite awhile before sdenoe finds answers that will lead to cure or pre* 
vention of Akheimer^s disease and related disorders, ^^anwhilej it is urgent ttiat 
we address the very real> very immediate needs of both the Akheime/s patients 
and these who care for them— all victims of these diseases. I^erliaps Ib^ providing 
the vital day-to-d^ support needed we can lessen the tragic impact of this most 
dreaded of diseases. 

Chairman Heinz* It is now pleasure to turn to Dr. Sutler, 
who, at the young age that he did, retired from Wafdiington, D.C., 
to greener pastures. 

Dr. Bun^ I would like to submit my testimony for the record, 

if I might. I would like to focus upon research. 

Ci^irman HeiNz. Without objection. ^ 

STATEMENT OP DR. ROBERT N. BUTLER, BROOKDALE PROFES- 
SOR OP GERIATRICS AND ADULT DEVELOPMENT, MOUNT SINAI 
MEDICAL CENTER, NEW YORK, RY* 

Dr. Butler. I will argue that the ultimate cost containment and 
ultimate service will be to bring to an end this affliction of Aiz- 
heimer's disease. 

Furdier, while we certainly cannot Bay that a solution is around 
the comer, there are enough exciting leads to msJce it reasonable, 
sensible, and prudent for us to expatu?, the suppoi; of research- I 
could not help but reminisce, parttcularl<* Senator, 'inoe you re- 
ferred to my coming from the National In^;itute on A^ing, to the 
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beginnings of the Institute. I did a hand count of the number of 
grants involved in Alzheimer^ s. This is 1975. It is extraordinary there 
were only 12, totaling about $600,000. 

So, although we have a long way to go, we now have ?22 million 
in support of research on Al^heiiner's disease* At that time, we 
identified senile dementia of the Alzheimer^s type as a m^r na^ 
tioned priority. I commend your thought of reinvigoration of a task 
force wi^n the Nationid Institutes of Health. NIA did develop an 
initiative and won an internal competition for the establishment of 
a specific effort to identify Alzheimer^s disease as a m^r priority 
of the NIA, Neurology and Mental Health Institutes. That initia- 
tive should continue. 

The reaction of the jiublic to ihe identification of Alzheimer^slSis* 
ea^se as a major prionly was absolutely astounding. The number of 
telephone-<^ls, messagesra>ntact6rfrom-'the"media-and-the-public 
were unbelievable and expresses profoundly the extent of concern 
among Am^cans in regard to this disease. 

Several times this morning, there has been uncertainty about 
how many indiWduals suffer from Alzheimer^ s. That is because we 
have not had an adequate research base upon which to depend. 
The National Institute on Aging, and Neurologiced and Mental 
Health Institutes are supporting a series of population-based stud- 
ies that will help us to know better the incidence ^d prevalence of 
that affliction. 

We have had to extrapolate from data derived from Sweden, the 
United Kingdom, and from very old studies conducted in Syracuse, 
N,Y*, and elsewhere. 

My estimate is that about 15 percent of people over 65, about 4 
million people, suffer from some degree of this disease. 

Senator Presslbr. Your estimation? 

Dr> Butler. Fif^^n percent About half, as we learned this 
morning, nursing homes suffer fivm this disease. Given the fact 
there are now more patients in nursing homes ttian there are in 
hospitals* we are talking about an extraordinary national problem 
with great personal and soded cost. 

In focusing upon research, I will be very brief and discuss five 
major areas of study. 

One relates to neurotransmitters. Those are chemical messengers 
that convey information froip one nerve cell to another, for exam- 
plev' memory. A brain definition, acetylcholine, a very important 
chemical, is the basis of one of the most attractive and interesting 
hypottieses available to us. Work at Einstein, Hopkins, Mount 
Sinai, and elsewhere, has been directed to trying to identify ttie 
nature of the deficit. 

In my Washington days, I tried to make contact with our mili- 
tary chemical warfare^ because they do work in neurotransmission. 
I have wondered, and perhaps you could help in this regard, how 
we might find out if there is unclassifiable information related to 
neurotransmission in ptiiB affliction. 

An interesting finding of Dr. Kenneth Davis concerns a medica- 
tion known since 1895. Physostigrnine can provide a brief re"^ite 
from the condition, very brief, but it is an important lead. 
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How might we be able to find a Bimilar chemical which does not 
have the adverse side effects of physostigmine, but has a longer 
positive effect? That demonstrates a little bit the importance of fur* 
ther investigations into central nervous e^ystem neurotransmission. 

The second lead is the topic of alumimmi. I do not Hdak any re- 
sponsible person in the study of Alzheimer^s disease is prepared to 
tell people to give up antacids^ or antiper^iranti or put away alu- 
minum pot^ and pans. We know that examination of bauxite work- 
ers, and others^ involved in the extraction and production of alumi- 
num do not have a higher incidence of Alzheimer^s. 

Once the primary lesion of AMieimer's is established^ however, 
it-appears"that-aluminum^concentrations^do4ncreasereould-it^1^ — 
that the removal of aluminum might have a beneficial effect? 
CQjuldJlJtMhajL^^ 

ing condition by virtue of the superimposed effect of aluminum? 

Third, genetics. We have known for a long time that there are 
familial fonns of Alzheimer^s. Therefore, we also want to imder* 
stand the late-in-life penetrance of this genetic disorder. 

We know f)rom the examination of people by Heston, of the Uni- 
versity Minnesota^ that there is a higher than expected associ- 
ation between Alzheimer^s and Down's syndrome. Also, of individ- 
uals who are suffering from various types of blood cancer. 

That, in turn, suggests the possibility of a chromosomal abnor* 
mality, which may not be genetic but congenital. It also suggests a 
possible role of-the inmiune-^temrfor-examplerthe-broad-catego- - 
ry of autoimmune diseases based upon the curious fact we may 
become allergic to our own body proteina This is a mc^r lead we 
must investigate. 

Finally, the remarkable topic of slow viruses* Some years back, 
one of our Nation's most distinguished scientists, a Nobel Prize 
winner ttom the National Institutes of Healthy found that a degen- 
erative disease affecting the cerebellum was due to a slow virus. 

I would bring to your attention a paper that summarizes this and 
brings it to your attention. ^ 

While we may not have the cure^ it does not mean the disease is 
not treatable* Some of the earlier speaken;, :iot meaning to say this 
implied that there is no treatment possibUif^. There is much that 
can be done to maintain the appropriate stmiulation level within 
the environment, to not overstress the individual, to make sure nu- 
tritional status is proper, and to continually maintain orientation 
and motivation of tiie person. 

In terms of reimbursement^ and the necessary reimbursement 
revolution that has been proposed here earlier, I think we have to 
recognize the possibilities of treataient There is so much we can 
do. If we assume otherwise, we are failing to point out that there 
are many, many diseases which are not curable, including diabetes 
and yet reimbursement is provided. 

Did Moses bring down from the mountain a special set of reim^ 
bursement to remain on the tablet forever? We must reexamine 
and renegotiate the reimbursement system as it bears on a variety 
of diseases particularly, as Dr. LJbow points out, to bring it into 
confbrmity vrith the demographic resolution. 
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It was my pleasure recently^ upon the request of a congressional 
committee, to call for a doi£lmg of the amount of funds available 
for Alzheimer^s disease. 

I was pleased, Senator Ptessler, to hear that yw^ Senator Heinz, 
and Senator D'Amato appear to agree. I regard the call for a dou- 
bling of research funding as a conservative suggestion, an appropri- 
ately conservative suggestion* 

I think it would be foolish and counterproductive to the develop^ 
ment of the ficJd, to throw monw at the problem* We do have 
properly trained neuroscientists* There are people who can use the 
money wisely. We do have exciting ideas as I nave endeavored to 
-describe*- — 

We would not be purchasing a will-o'-the^wisp activity by dou^ 
bling research resources* 

Theie must be new fffltfdtf,"liotncoming"out^of-the ^ready-existing 
efforts of the National Institutes of Health* Funds should be used 
for the development of a network of centers for Alzheimer's disease 
throughout the country* 

You have to have stable funding. The example of slow virus, 
makes clear the problem of tiie usual 3-year funding cycle. You 
have to provide stable Ainding that will attract outstcmding scien- 
tists. 

There are efforts at developing teaching nursing homes; there 
are grants available for teachmg nursing homes that would help 
provide educational opportunities for RN-X i^^search- 
ers* We must pursue hew fornix of diagnoses. There are reversible 
conditions. We must recognize them directly, and properly diagnose 
and treat theni^ or we sentence people to an apparent irreversible 
senility that might be reversible* 

We need to seek a simple clinical test That is one of the several 
priorities we have* . ._ . _ . 

Between 1946 and 1964, the United States developed the most 
wondrous and laigest generation in American history, the baby 
boom. We cannot wait until the first bal^ boomer turns gray in the 
year 2011, to declare war on senility, or to produce an adequately 
trained cadre of geriatricians and geriatric nurse practitionera 

We have to mal^ decisions well in advance* You cannot solve the 
problem of senility overnight 

In 19S5, a March of Dimes was started* In 1961> less than 30 
years lat'^r, the last polio epidemic occurred^ the last thump-thump 
of iron lungs each spring. 

I submit that senility could fall the way polio did, if we invest 
now, and I would submit that research would be the ultimate cost 
containment and the ultimate service* We do not have polio any- 
more* Thank you* 

\The prepared statement of Dr*^ Butler follows:] 

pREPABBD Statement or Dr* Robert N. Butler 

I am pleased to participate m the hearing "Endless Nighty Endless Mourning: 
Living With Alzheimer'a." 

As you may know» at the occasion of my being called upon to be the first and 
fbunding Director of the National Institute on Aangt I poisonally cataloged and ex- 
amined the research grants directed to the understanding and treatment of Ab- 
heimer's disease then supported by any of the Institutes ofHealth^ [NIH] and Aloo< 
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hoi, Dnig Abuse, and Mental Health Administration [ADAMHAl There were only 
12 research projects c|»erative in 1975. This was extraordmaiily disconcerting to me 
personally and profeseionaUy. The picMemLoT Alzheimer^s disease is massive and ao 
counts for eitraordinary fear and turmoil in many (jder persons and families^ as 
well as costs an enormous amount of money for care in bospitals, and particularly 
nursioff homes. I hi^ighted Alzheimer's disease and related disorders as one of the 
several premier priorities of the evolving National Institute on Aging. I also collab- 
orated actively with the other Institutes, The Natioioal lo^tute on Aging was the 
key sponsor in creating the Health and Human Services DepartmentpWlde initiative 
in Auheimer^s disease. With the Director of the National Institute of Neurological 
Communicative Disorders and Stroke; we helped support the bsginninga of the Als- 
heimer's Disease and Related Disorders Association. 

Since that time there has been conaidersble progress in i^eesrch directed at un- 
raveling the mystery surrounding the cause and treatment of Alzheimer's disease. 
H owever, progre ss remains l imited and the investments in do llara frpm both the 
pnvs^ and~publ]C sectors is mmunal indeed given tfie extraordinary economic and 
personal impact of this disease. 

I have been asked to focus parUculyly today upga the state of t^»i»x^ v (vm99A* 
I sAouia lil^to sulmut my wriflen testimony nr {Iie~reconL I would also like to 
make available to you a copy of a summary of present reswurch nrogreae whkh was 
pubttshed in the TWA Ambassador magazine, November 1982.' I offer it because it 
was written in nontechnical language for public undeistandin^It was written with 
Marian Emr of the National Institute of Aging's information office* 

Therct are several important sets of fitKm^ which yield insight into the cause or 
causes of Alzheimer's disease* First and foreinost» there are the data that relate to 
neutotransmi8eian> sj^edficaUy the system of transmittinff information or nerve sig- 
nals by the cholinergic i^yatem. Acetylcholine is the principal chemical. Its depletion 
Or more aocuratetyj the depletion of en^nnea involved in the creation and cfestruc- 
tion of acetylcholine has been established. FUrtfaer, there are data showing destruc- 
tion of the nucleus basalis of Meynert which is an important component of the cho- 
linergic iwstem* Drs. Peter Davies of Albert Etnstein, Coyle, IVice and Whitehouse 
of the Johns Hopkins^ and S«nnethJ)a^ ofJUount 5inid,.ju:e junong-Outstanding 
ihvestigatom who have c6hCnbut«a to the increashi^ impressive body of evidence 
suggesting that a delidt in the cholinergic system is critiod in Alzbeimer^a disease* 
So Tar, however there have not t«en therapeutic breakthroughs altbou^ the Ken* 
neth Davis work sufl^ests that phyaoetigniine (vrfiich is known to reduce the destruc- 
tion of acetylcholine) does have relativdy brief therapeutic effects. I have wondered 
if there might not be information available through our militaiy chemical warfare 
that would suggest other cbemicala. that would have similar efTects to pliiyBostigmlne 
but would lastlonger and cause fewer aide effects. I do not mean to ne fanafiil in 
this suggestion but it could be that contact nuaude at tlw highest levels could deter^ 
mine ifthere might be some appropriately unclaMlHed information that would bi^ 
upon neurotransmission in this disorder. 

It is certainly likely that neurochemicals Ibnctionalr and structural elements in 
the central nervous system other than the cholinergic system participate in the 
pathogenesis of Alzheimer's disease. 

There is enough information to justify mafor attention being directed to support 
research and research training in the neuroeciences directed toward aging and to 
e:cp1oit these important leads. 

Some members of the public have become uneaity over reports of the role of alu- 
minum in Alzheimer's disease. There is no reason at this time to stop using alnml- 
num utensUSf antacids^ or antiperspirsnta. Aluminum is the third most common ele* 
ment in the universe, tbllowing oxygen and silicon. There is no evidence to suggest 
that industrial workers involved with aluminum extraction or production have a 
higher incidence of Alzheimer's disease. Nonethelera> there is some suggestion for a 
secondary role in Alzheimer's disease. Putting !t dmplyt there may be an increased 
deposition of aluminum !n teeions created by the disease process. It is unclear that 
reducing the opportunity for such deposition or efforts at removal of aluminum de- 
posits would have any therapeutic benefit, but it is important work that must pro- 
ceed* Drs* Donald Ctappe^MacLach1an and Daniel Perl are among those whose 
work has contributed to our understanding of aluminum concentrations and effects 
in the central nervous system. 

It has been known for many years that a familial form of Alzheimer's disease 
occurs; tU't is, some families umortunately have a high genetically detenntned o> 
cunonce of the condition. It has been estimated that the preeence of a family histo^ 



^See appendix. 
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ly of AlzheLroer^s doubles one's chance of developing the condition if one lives long 
enough. The ^ne is expi^ased vnA greater age. 'there are epidemiological studies 
(for example, by Heston of the Univermty of Minnesota) that ehow a higher than 
would be expected association of Alzheimar^s disease with Downs s^drome and 
with a variet;^ of blood cancers. Such findings encodrage us to chromosomal abnov^ 
malities and immunological phenomena. There had been reports of antibrain anti- 
bodies b Ahheimer's studies. 

Other [nominent theories that have received attention relate to slow acting or un^ 
conventional viruses which have been shown to pU^ a role in other central nervous 
system diseases. 

There has been a recent suggestion that an antagonist of opium called naloxone 
may improve memoiy function in patients suiTering from Alzheimer^s disease. It is 
known that opiate (frugs can create forgetful oees in studies of laboratory animals, 
and further that opiate aniagontstfli, can reduce the adverse effects in animals. 

turn now to behavioral research, helpM to both the inuiividual and to tbc tkmfly. 
We know that behavioral techniques, orientation procedures^ and motivation incen^ 
Uvea all-help -ta-maintain-and.jpraecv& s Wit p1 ^^P»"tTf5_rfLrntif nts_P'**^^"f: 
from this disease, even though tney cannot reverse the underlying condition. This is 
an extraordioariiy important point because althou^ Akbeimers diaease lemains 
incurable, it is not untreatable. lliis was true even befbre sophisticated behavioral 
research was introduced. The jphenomenological, descriptive mervatioa of pi^ychiar 
trists, neurologists^ psyehologistSj and oth^ have made clear that much can be 
diMie to help patients suifering from this and other serious brain diseases. 

This bas implications for health potior, q)8CifIcaUy reimbursement* There are 
many diseases that are not curable but are treatable and third-party rayers indud* 
ing medicare do reimburse for such treatment* The victims u families with Alz- 
hejmer's disease have not ei^yed such an advantage. Thus, it is important to recon. 
aider this diatinction between curability and treatd>ility. Much can be done to help 
AUheimer's victims, which emphasizes the importance of behavioral as vrall as bio- 
medical research. 

— It is 'also^ essential^ to direc^attention to -health -services-iesearcbr specifically-the 
development of comprehensive sophisticated methods oi assessment as well as envi- 
ronment supports. Some nursing homee^ propdetaiy and oU)erwise> are beginning to 
develop special units for Akbeimer^s disease which obviously can be of great help to 
famUies. With the introduction of mi^or interventions of this tyjpe (which will uUi* 
mately cost a great deal of moRty throuflfb reiml>ursenient). it is critical that con- 
trolled clinical trials of effectiveness be undertaken. 

We all hope, of course, that a spedfk and simple chemical indicator of this dis^ 
easeor set of diseases will be discovered soon. Up to now diagnosis is made 1^ exclu- 
sion, a necessary exclusion because there are conditions which are reversible and 
elfectively treatable. It is essential that we develop a simple diagnosis, because un- 
fbrtunatdy^ i*- times, the c<^dition of Alzheimer^s disease is overdiagnosed; for ex- 
ample, by misinterpreting brain atrophy as a result of computerized axial tomog- 
raphy and thereto frightening the patient and family unnecessarily. Besearch in as^ 
seesment is of great importance. 

American families remain the Na 1 caretaker of their older family m^bers in- 
cluding those U^t are impaired, for example^ by Abdbeimer's disease. European ex- 
perience suggests that when respite for the family is available, it is possible to 
maintain the impaired person at home even longsr. Thus another im^jtant part of 
health servict^ research would include the evaluation of respite activities. 

Research is a slow process. Commonlyf however, information gained may have 
mat clinical effectiveness even though we may not fUUy understand the cause of 
the disease in question. One need only list some of the most commonly used medica- 
tions, from aspu^ to penicillin, to realize that they may have useful effbcts upon 
diseases we do not ful^ understand. Moreover, we do not Mly understand the mode 
of action of many pharmacologiod agents. 

Were we able to enhance memoiy by even 10 percent in cases of Alzheimer's dis- 
ease we would save society an enormous amount of money. It is memoiy and other 
intellectual functions that make it possible fbf us to remain in our own home. Our 
mind is our most critical means of personal adaptation. That is how we remember 
to take medications, eat properly, not leave the stove onj among other things. 

I san personally and professionally gratefbl for hearings of this tyae because it 
helps to identify In a forthright manner the importance oif a disease Oiat has sttdi 
devastating consequences. 

Alzheimer's disease is the moat common form of senility and it helps create a neg- 
ative imageiy about old age and frightens all of us who would grow older. 




57 

Clearly we roust move rapidly U> better uitderatand and treat Alzheimei^a diseaae;* 
The poet Worid War 11 "be&y bootneia" constitute the largeet generaUon in U,SL hia- 
tery. If we do not underatand an^ are not better able to treat aenilily by the time 
that wondrous generation begins to grow old after 2011* we ftce an even moie ex* 
traordinary incieaae in the numbera of individuala in ho^pitalB and nursiqg homes 
than is the caee today. It would give further force to the statement of the diatin- 
gitiahed scientist Lewia Thomas that Ahheimer's disease iB "the disease of the oen* 
tutyJ* 

Chairman Heinz* I do not know how Sam feels about foUowing 
that, but we turn the floor over to him. 

Mr. Sadin. We at the Brookdale Center on Aging at Hunter Col* 
lege have worked with Dr. Butlen I can only Bay it 13 good to know 
that he is here to make ttie kLid of presentation which he has 
\— made. The-note of optinnsm^hat-he has-floundedrbnone-Trithrwhich 
Dr. Dobrof and I would like to associate ourselves. 
„In .^ieoiJ>J05®ntation_JtthichJK^ 

care, we are aware of the importance of the question: '"How will it 
be paid for?" We are not unmindful of coetB. We do not suggest 
ttiat Government take sole responsibility for the provision of 
healtti care for older Americans. We believe that a partnership be- 
tween family, community, government, voluntaty agencies, and the 
private sector is necessary. 

We are eager to participate witti you in decdgmog methods and 
services whidi result in efficient, economical health care syBteias; 
keeping in mind however, that services cost money and increased 
services will be required in ttie Aiture. 

Ch airman HMNZ*^Ii^]i*pd](^i!r^^ 
provide services for free, let usknow. 

Mr. Sadin. That promise is ofi;en made, ttiat costs will be cut and 
that services be increased and improved. It is difficult to see 
how ttiis can be done, 

Mr. Chairman, with your permission, I would like to read all of 
my prepared statement It will only take a few minutes^ 
Chairman Heinz. Please proceed, Mr. Sadin. 

STATEMENT OF SAMUEL SADIN, DIRECTOR, INSTITUTE ON LAW 
AND RIGHTS OF OLDER ADULTS, BROOKDALE CENTER ON 
AGING, HUNTER COLLEGE, NEW YORK^KY. 

Mr. Sadin. My name is Sam Sadin and I am testifying on behalf 
of Rose Dobrof, director of the Brookdale Center on Aging of 
Hunter CoUe^ and myself. I am director of the Center^s Institute 
on Law and Sghts of Older Adults. 

As a preface to our testimony, we want to congratulate yoxi. Sen* 
ator Heinz, and your coUeaifues on ttie committee, for the leader* 
^ip ynu are taking in bringing the tragedy of Alzneimer^s disease 
to public attention* We congratulate yo\x also on your selectian of 
Jewish Home and Hospitaf as ttie site for ttiese hearing This 
home is one of Hunter College's most valued clinical training cen-' 
ters for our social work, nursing, and other health professions stu- 
dents and we are proud to call Mitch Waife ai:d Leslie Libow both 
colleagues and friends* 

We want to make one ottier prefatory comment: In both ttie 
Senate and ttie House ttiere have been occasions when questions 
were raised about the appropriateness and efficiency of having 
committees on aging. We remember several years ago receiving a 
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letter from then Senator Adlai Stevenson, explaining wh^ he be^ 
lieved that the committee that you now chair Senator Heinz, was 
not necessary. We, in concert with others, protested against the 
plan which would have abolished this committee. We argued that 
such a committee was an essential vehicle for bringing to the at- 
tention of the Congress, the executive branch of Government, and 
the general public, the situation of older people and the problems 
they face. I would suggest that todays hearing is a precise iUustra* 
tion of our point, and represents the Senate cominittee s^tem at 
its best. 

Now to the subject of Alzheinier*s disease. We do not have the 
_expertise^noi^does_the_committeoJiave Jhe .timeJFjai^jis Jg_i]n^e^ 
comprehensive statemtnt. We have, therefore, selected a few as* 
pects of the problem for discussion. Fir3t> we believe that Aizr 
heimer's disease is an unmitigated tragedy which is a blight on the 
life of the victim and equally on relatives and friends who must 
bear witness to the inexorable progress of the disease and who 
must care for and care about the person their loved one has 
become. The tragedy is inescapable and Government policies and 
programs cannot change that fact But we have today a situation in 
which public policy not only does not help, but indeed, its conse- 
quences are to add to the pain and sorrow families and old people 
experience. Daily we see spouses, children, and other relatives 
trying to do what is right and what is best, but unable to find their 
way to the services tfey need or if the patti is clear, the service 
may not be there or it may not be availahle, because of eligibility 
requirements and other regulations. 

It simply is the case that medicare, designed as a program to so* 
cialize the cost of shcn*t term, acute episodes of illness, does not 
cover chronic, irreversible, progressive conditions like Alzheimer^s- 
Long-term custodial care is not covered cither by medicare or by 
private insurance plans; only medicaid covers this kind of care. As 
a consequence, we are seeing the tragedy of aged couples or widows 
being pauperized by this illness. We are seeing pauperization as the 
price of medicaid eligibility; the term "spend-down" may sound 
better, but make no mistake — what we are talking about is pauper* 
ization in old age, of hard*working American citizens. 

And even if the Alzheimer^s patient achieves medicaid eligibility, 
that eligibility is no guarantee of service delivery. Placement in a 
long-term care facility sometimes becomes necessai^, but nursing 
homes are oflten reluctant to accept Alzheimer^s patients. Such pa* 
tients are frequently "heavy-duty" cases, requiring substantial 
hours of nursing care. Most homes for quite understandable rea- 
sons> want a mix of patients, a balance between the intact and the 
impaired, between heavy-duty and minimal-care patients. The Alz* 
heimer^s patient for whom placement is the appropriate decision 
may languish in an expensive acute treatment hospital bed. Or, she 
may be at home with family members trying desperately to provide 
the care that is needed and still carry their other family and work 
responsibilities. And many families are faced with the painful ne- 
cessity to accept placement in a home not of the quality they want 
for their beloved relative, or in a location which makes frequent 
and regular visits difHcult, at best 
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We are not suggesting that the Government should take over all 
the responsibility^ either for the provisbn of care or for its finano 
ing> We believe that a partnership between the fomily) voluntary 
agencies and neighborhood oi^ganizationd^ and government is neces^ 
sary> Nor are we unmindful of fiscal constraints. We believe^ how- 
ever, that the increasing numbers of AtnericatiB who are living to 
be very old means that the number of Alzh«imer*s sufferers is 
likely to increase in the ccmine decades and, lerefore, costs are 
likely to increase also. But we also believe that Jie systems of care 
could be rationalized, that the separation between medicare and 
medicaid bridged in some way^ so that eligibility for long< term and 
custodial care no longer be inoome t^ted. Moreover, we believe 
.that^even-a^modest^mcrease-in-fiinding-for-preventive --services- 
could reduce both the human suffering and the budget expendi- 
tures which result from undi a gnosed and untrea ted health prob=- 
lems. 

You entitled this hearing "Endless Night, Endless Mourning: 
Living with Alzheimer's/* We have said that we believe that the 
darkness and the grief are inevitable, but they diould not be made 
deeper by the absence of a coherent and humane policy, or by sys- 
tems that cannot respond to the calls for help from AlzheiineiPs pa- 
tients and their families. 

Both Professor Dobrof and I thank you for this opportunity to 
testify. 

With your permissionf I would like to comment on two matters 

which have been mentioned in earlier testimony today. ^ 

~We urge the committee' to examine the~~home-care provisions 
under title XVIII, parts A and B for the purpose of including custo- 
dial care at home or in an institution without the need for skilled 
care as a precondition and that home care be defined to indude 
personal care aides and home attendants. 

Long-term custodial care should be included as a benefit to be re- 
imbui^ under medicare without the skilled care and homebound 
provisions. 

The principle of long-term custodial care ought to be included as 
an essential part of the medical program. 

Chairman Heinz. You have touched on the sulgect which you are 
going to become more involved in after this hearing. That i6> you 
and Mr- Strauss. 

Mr. Sadin. Our experience has shown us that there is a wide- 
spread need for long-tmn care under medicare. 

Chairman Heinz. You are really on ^he hook and are getting in 
deeper. 

Mr. Sadin- Ebwever^ the Health Care Financing Administration, 
though, during the course of the last year^ reduced the number of 
hours available for the average medicare home-care Patient, as 
little as that was. We believe that this was done without the statu- 
tory authority. 

We believe that the current interpretations of reimbursement for 
home care is more restrictive than is provided for in the statute 
and the regulations and does not necessarily result in cost savings. 

I would suggest that the legislation which Trish Neuman sent to 
U8> S. 1301 and S. 1614, should be more widely known. It do^ not 
appear that these bills are being given adequate consideration. 
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Finally^ the matter of spousal impoverislunent is crucial for 
many families. 

Chairman Hbinz. I think that was a point powerfully made earli- 
er, 

Mr. Sadin. Between inflation and long-term illness, many fami- 
lies are going to be impoverished after having worked a lifetime 
and saved a modest amount of money for their old age. 

It would not seem to be in the national interest for us to impov- 
erish such families. Perhaps a method can be found 1^ which the 
spouse remaining at home does not become impoverished or that 
the rate of impoverishment be slowed. 

The reimbursement revolutbn which Dr. Butler referred to is on 
the way: 1 think: the question ns^how-wilHtrtKscur.-It-is-going-to 
come. It will eitiier result in sharp reductionSt denial of care> great- 
er coets^ or it will be guided by-a_rationaLsystemjd»i»Jtjtwufeft 
possible for a committee like yours to introduce a semblance of 
order into what is now a disordered, fragm^ted, and anarchistic 
system. 

Medical technology is developing at a rapid rate. We pay for it in 
our health care bill one way or anottier. 

This wiU result in more people living longer, and fhat mil result, 
unless we reach ^ medical cure, in more Alzheimer patients and 
more chronic illness, and more need for custodial care. 

We have to look at that realisticaU:^ £knd say that a civilized 
nation cannot affordi either in terms of its conscience or dollars, to 
deny the last years of. health. care_jffhich are undo ubtedly going to 
be required as we get older. 

Many of us here are eager to help you with our time and our 
organizations. 

Thank you very much for the opportunity to testify. 

Chairman Heinz* I will yield to Senator Pressler who is pressed 
for time. I want to take 30 seconds to summarize what I thmk you 
have said, or one thing many of ^ou touched on. 

What we have learned so far is that it is literally better, if you 
are predestined to become an Alzheimer^s patient, it is better to be 
very rich or very poor, but do not be a member of the group in be- 
tween- 

Mr, Sadin. Even if you are poor, it is very tough. 

Chairman Heinz. Second, we have learned that it is better to 
have cancer than Alzheimer's, because we take care of you if you 
have cancer. That is an acute illness. 

Third, for heaven*s sake, either do not ever get married or, I 
mean this with obviously a total ironic sense, have the good foi^ 
tune of having your spouse die before you, because if you do not^ 
she will end up being impoverished. 

Those are not ex£^ly three of the best pieces of news to be foced 
with if you are faced with the reality of becoming an Alzheimer^s 
patient and being afflicted with that disease. 

I think it should summarize for our colleagues exactly how con- 
fused our present health care system is. It reflects a conflised pai^ 
entage, growing up over the years. 

It also, I thmk, lends great credence to what Dr. Butler was 
saying a few minutes ago. I have more questions about that, but I 
wfll yield to Larry. 
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Senator Pressur* I apologize for having to leave. Tbia panel has 
given a stunning performance, in my opinion. 

I tiiink what you have said we can use b^ore the Appropriations 
Committee, the Finance Committee, and the Aging Committee. I do 
have a question. The point is, in the Senate we nave always hesi- 
tated to earmark funds for the National Institute cm Aging. 

Last y^, I suggested we earmark an incieasiiig amount of funds 
for Alzheimer^a research. 

Some people say that yon put handcufife on us if you do that 

Where should we leave this decisitm? With Uie Federal budget 
being the size it is, we have to categorize things that we have to 
work on. Do we increase the overall funding for the National Insti- 
uteand^let^ein-make theirprofessionaliudg^ 

Will th^ make the correct professional jud^nents if we do not 

jearmftrk- Thajwhole-businftas or earmarking fUndaJbr-tesearchiSafl^ 

dnates tne. I had a debate on this on the issue of earmarking wiUi 
the Senator from New Mexico. He opposed and I supported. 

How do we resolve that? 

Dr. Butler. It is difficult I have been associated with NIH since 
1955, off and on. NIH is the creation <^ Congress and is interested 
in tile directives of Congresa Part of Uie problem is that when you 
say that x amount of money should be allocated for disease jc, it is 
often tile case that the year before Congress suggested allocations 
for other diseases. Other groups that suner greatly, say, frmn Lou 
Gehrig's disease may have pushed for a previous congressianal ap* 
pi^pdatiQiU^oJ^eanMT^ 

It becomes extraordinarily difficult I wanted to have our scien- 
tists know more about how drugs work in the aging body. While 
NIA Director I almost made the mistake of earmarkii^ a certain 
amount of money under a request for projects for studies in phar^ 
macology. 

I am glad that I did not The proposals Uiat came in were so poor 
that had I been obligated to spend x amount of money, I would not 
have been responsibly using the taxpayers' m<mey. 

We need an intermediate ground, witii language that ^presses 
clearly, how you wish money to be spent> that you urge something 
but do not require it> because it may turn out to be a wasteful use 
of money. 

I have left to last the most important aspect, the need to add 
money. We have now identified Alzheimer^s disease as the No. 4 or 
5 cause of death. We have seen that it has enormous ea>nomic re- 
percussions on our society. We see that the amounts of money de- 
voted to its understanding are infinitesimal compared to many 
other diseases that are far less conim<m. 

Senator Presslbr. Thank you. 

Chairman Heinz. May I ask that you all express your gratitude, 
as I have, to Senator Pressler. 

Bob, you have ui]g^ tiie Congress add roughly $22 million 
more or more than $2Z milli<m. Add that to the NIH budget 

Dr. Butler. Yes. 

Chairman HEOjrz. For Alzheimer^s. As I think you heard me say 
at tile press conference, it seems to me tiaat tiiere also needs to be 
more than just money add^ to tiie Ahheimer^s research effort I 
was fortunate* at about tiie same time you started at NIH, to be 
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involved in P&ul Rogers' House SubctHnmittee on Health and the 
Environment, to be involved with the awakening effort on diabetes* 

Would you feel that the composition, the creation of a task force 
along the lines of that diabetes task force would be appropriate? If 
80, who should lead it? What should be done to stimulate the oiga- 
nization through money as well as leadership? 

Dr. Butler*! think your concept of a task force is a good one. I 
do not think I am self-serving to surest that the present Director 
of the National Institute on Aging oe the key leader in the task 
force* 

Chairman Heinz. Not self serving any more. 

Dr. Butler. Exactly. I feel that ^t is a disease of aging. It is the 

i^ponsiBili^ofthe'^flational Ifistitute^iTAging toniw" concerned 

with the many debilities that afflict older persons. 

— It-did-take'hi8toric-leadership-for--the-identification^fjth 

as a national priority. It was my contention — that I preseuted some 
months ago before the House committee— that the NIA alone 
should not receive funding, but the Mental Health and Neurology 
Institutes and Allergy and Infectious IMsease Institute, because of 
the slow virus theory. 

Alzheimer's disease is potentially a multicausal illness. 

Chairman Heinz. I would agree. That is why I asked as between 
NIA and NIH. 

Dr. Butler. As you know, the National Institute of Mental 
Health is part of the Alcohol, Drug Abuse, and Mental Healtli Ad- 
ministration^ I think work on Amieimer's .should be^a-collectlve, _^ 
effort I think there should be a chairpersonship. I think we should 
keep watching the literature and research, and that while there 
should be some healthy competition among the institutes, they 
should collaborate as well. 

Chairman Heinz. Are you too young to remember the heart, 
cancer, and stroke program, which became the RMF program, for 
reasons i do not understand. Is that a good model? 

Dr. Butler. If 1 do rem^ber correctly, that concerned communi- 
ty and other services, and it was not on^ research. 

Chairman Heinz. It was partly, as I understand it, and I was not 
in [mblic service at the time, to try and mobilize the medical pro* 
fession to use the findings and advances with respect to those dis^ 
eases* 

Dn Butler, Yes. There may be other models. Perhaps, there are 
more uaeful models in research. 

If you were thinking of broadening an Alzheimer^s disease initia^ 
tive to include services and education, you might want to move 
along an NIH direction. If you are talking only about research con- 
tributions, the model might more aimropriately be the Institute of 
Environmental Health Sciences and the impact of environment 
health hazards. 

The diabetes task force, the trans*NIH nutrition and genetics ef^ 
forts have worked reasonably welL 

There are pretty effective policy approaches used at NIH and 
NIA that have led to results that have been effective. 

Chairman Heinz. I thank you for your comments. Commissioner 
Sainer. Thank you for pointing out very clearly some of the diffi- 
culties we have with our system* 
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Mr. Sadin, I will thank you now for things that you will do in 
the future as well as what you have done* 
I thank you all very much* 
I commend all of our witnesses* 
I think it has been an excellent session* 
[Whereupon, at 1:30 p.m. the hearing was a^ioumedj 
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sevefat other disorders linked to 
chfOfluwnuL atynocnuLtie^ alw seem to 
wcur more frequently in thrie fatuM 
Ebomat^ iot the cuk to ehiSdren are not 
availible. but the ruk to brother* OAd 
Mtm of indmliub who becotne dl after 
ace 70 *s haidly different from that to the 

snAy may be among the nervou* system 
difiea^ that arc tebevtd to be caii»d by 
slowattintf tranjmu$)b4e vmuei These 
ate net KctiKsifltht conventHHUl bcfbeof 
the word, but ooes who^edamagtryfelfe^ts 
take ytOTi to develops In tht; [ate UJfiOi, 
matvrul front :iever^ palienti with rare 
facivtlul tofei of fwuhxied deitfAtn^ 
ttve Vam disease m chmnunzees and pro- 
vided the fvst huit that dttnentrntf di$ 
orders miflht be taused by one of these bd' 
den nruKS^ Ahhoiigi^ oivotiptoc^ have 
betA iiAMJCCesiful m ihetf artetnpts to re- 
prodtxe or conobonle Ihcse ftmJinKf 
totsoUcihe vtrot-thenutiJ audces have 
spurred further exptoratK^it, The recent 
diAO^ny of sMbcnwror^coph, prficeuiartoui 
infeirtious Parttefet (""prtms") mitht 
iliiTw^ uhreased internt in ihd theocy 



Research on 
immunology 
may yield 
itmght into 
the cavse or 
causes of 
SDAT. 



It ippcac^ that pn4n$ may ^Ite as (uqc as 
twenty yvart to m^xe bmn dam^ 
dut tNeycanbeludtcdtoattcejtoMfoati 
of deifenetatiw brain disease that hat loqg 
been the fowof $low wxa miftsttgitiaib* 
Re^enrch on imntfun^^cv/ may ytekt w 
jt|{ht into the caibcoc cau$ei«f Suine 
imiei<iiF«oJHKtev3thatinofcfailei»' i. 
mune ^ty^tsa icms its abd)^ to 
elements of the hosl^s tM]y and beifu^ 
ta^k them AjjfrrelitHl <hai^ m tbi im- 
mune system-a system dot reaches the 
pc^J; of it» puteidiail at puberty and then 
bejiia a LfeloniE dKhne-have been ten^ 
tauvely impbcated m the dcv^1opiA<nt «f a 
number of dtsofder^ of old age. Andbrain 
antibodies may be anuryg the jx9 of 
degCKcMuyif nerve <eUs m SOiAT 

Oi <ow$e not everyone who 
f^rxets thtnes has senile 
dementia «| the AUhHnet't 
type. Of every ten ekkriy p4» 
ttents who are contused, 
div.nented. and suffering 
from ttnous fbrv^dulrvess, aibout hilf are 
SMT victim* A:t*hcr ti^'o or thrte n^tCht 
buffer frofmnitdti-mfarctderWrudftiui^or 
from bUAT m <ombinattoft with Mtn In 
mulltdifarct detwma a senes of mtnof 
strot(ct» debtjuyi jna^ of brain tx^ue. Pre- 
viculy many phystcuns tho^^ i2uu haid* 
Cdtfys of ihf artefte^ vtas the Oibe of 
Vnit/tftoldt^ Ihf)KX.aitert»cletos«>* 
nctt/jfiunonand tSJudoAeof many vaacuiar 
db«den that hav^ the potentiat for CMi$mg 
dcmeooa. Any bV^kagc thv depnvf* ihe 
braut of ttud and oxygen can cause thev 
smaQ. seeiTingly impcreeptibte socket and, 
e^viituaJty. dementia. 

The rematnm* two pttienu m ihehypo 
thetical ffm^P *f ten miJt be ndftnng from 
any of some tOO revenftb^ plyysicil condi- 
tions that result in devastating^ but «hen 
temporvy^ changn m mefnory or intellect. 
Infection*, lever^ cardiovascular jkoV 
lemj, metabobc doordcrs sudiaa hypo- or 
hyperthyroKf>*:n. or toxie reactfons to ^ 
dfljtfi^ for example, can trmporanl^ uiksei | 
thefKmnatfunCD«un2ofentietwty^4it)i' | 
tive bnun Kt^h, If unlrenledl such medind i 
emertfeiKtc-' ^prudtKe pertwnem brain 
.dMwiiw.aftd posstVy,cvtnLdc«lL 



Simdarl^ emotwnal protletns can mis- , 
taXcni> beconf^iM^withifiifvenibtebrAin [ 
dixa£< in old age t>pfiESu>n. loss of self- 
esteem, loneliness^ aninetK and boredom [ 
aienwreconmiunaselderV persons Kttre ^ 
or exiwrience. often sunultanvoujR th^ > 
deaiht of felatives and friends, failinjf 
hwJth. <Jr<Jtherirtses. 

Of a p<)pulatioo «f 2S million eldetJy 
Amepcans^ only tSsvt to four naJiton ex 
pertrnte intelt^tual pniblems. Of the>e. 
i^y A finhtiun are si> »iner;1y dtbtlotatcd 
thnl they ^an no i^xtjtfe cate for themy.)ves 
Of rcnum m their ^mti honies^ t^cverthr- 
Irvt, the notHHi that Vnitii/ ti mevttabli' 
pervades Anwocan cnllurv. Ap(urent[y* 
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h»ini oU?r in 4 society tlw«pec» 

youths (funy pK(!ilt be<onw mxiot^ when 
they fudcr chvvei n ilwv 4Mlitn to 

h tt iinporuat 14 r«4liu th«t, white 
Jbrg«t<iilDm ooy be rnoc«ccfiun» imnv 

ihaild iwt ciuK undue aiKKty if 4 pmoa 
i» uiuble r¥<iV rdmvely uAl^npon^ 
fomuo^ « jufti ofan npmeoce; sichu 
4 lume. 4 pUct^ ora date, wtkfle reniea^ 
tag tV experieece lUeU . Tbii ^ign* 
mcfincy lof* nv^ cwo vtflbh li tKe tO' 
difvidual inenitMs to reciS the informMna 
MUequtAily (My wheA t^c opcnenor 
sctf II foffotten. Of wbefl forfetAiTfieu 
(bnurusht* tht victim^ «U)t/ to cope wUi 
ftnuly^ VKl wod( rtUt«d responmiMibn^ 
shouTtf medieat conmltttion and care be 

MKghL 

tf ti^e concltitions of r»«ircfa oa tAe iff* 
iittf bain <ondv<tcd durinf the put two 
decadei wenlxaef piibficunl my wouU 
do much 10 ally our feir of fiwiog old 
because ^ it\ta^ sook leuninng bcu 
about tKephyw4o^ of UceUeriv Fortv 
irapk. tecem uudiei stnw that the meat 
which D^ygcfl ani t)tood flow (hnufh the 
braini of hetlthr eUCf !v adtiht d no dif- 
ferent frrm tic rate m bnhhy vounc per* 
torn, even »mctiinci tn th«t< 50 yvfn 
young«T Thisitdanfyihihlithiridenifltfof 
(fie artcnMaa lutunJ concvnuunitof 
Ai previously tM<tU«nrd. attefuideron 
doet have a devastatms effect (A depriving 
the bniA «( n^ial nutnti»i« but the 
diisei$etsfaf leu comnion than ssiAt Fiir- 
thefmorc* tests of bnal ittivity taggtn 
that tAe healthy a^H biam worka »» hvxt 
and ai effinenily as the healthy younc 
brm TNi b a pR&minacy cnncv*KM « 
itudiei employes lophiiticated ne w 
niachinetV to enter and ittidy ipcctfir 
cefllotaof (Kehvwif twfunbraA Inptfr 
: tivn enuuion(«ncvitphy1re;^ (Keniv 
ject it^tm an tniectkM of a ndioact]f¥«ly 
mirVed inalOBw of sftKOte, the maia 
uuive of the hakit entrfly. TV anatCfiie 
B Similar enough to this sunpk sugar tofct 
pait the Uood b^am bamer, the hrain'i 
natural ^ecse. but is then trapped wdun 
tint bnm Ucaw itcinnot bemetabobu^l. 
The extent to which specific hnm n^fUta 
take up »he war ts mcssjtjed b/extemiJ 
counters on (he UkuSl that are sensitive to 
tht tmtU imouDt of gamnta radtation 
, emitted This mibrnutim IS then pr«c«*aed 
' bycofnputetandiherateofghicoseutiliia 
I tioA represents (he levels of activity of 
I vanousbnunregiona. 

PrevhjuslK ^nnl'M^twnal (eitsolflkencal 
and mteVectuat hiKtioA bad tfonchidrd (hat 
I vit«lhgn^ declints with ^ Nohl newer 
^kmgjRidbnar stuihc» that h 'Vt beentracli' 
tng (he sunt individuals ^ ■ extended 
penoits of time ha^coAchidcd that the ma 
^nty of Peopte nuintaiA*or ictuilJy 
raise*ihe levetcf their .,-4ri}e<tiutcocnit^ 



Fewer than 

one-wdh of 

all elderly 

Anwncam 

experience 

intellectual 

problems. 



teooe as (hey grow older. Tlu method «r 
tesdl^ may avor (he wivtvof^ 4b» nttan 
to be tested yeirafteryear S&H (he multt 
suuett that mental dedioe. whttr «id if 
octun, hiHKns htef « and it not at 
«enou* ai wa» pRwualy thcwgbt 

The Acvitalble kti of some SOXnO nerve 
c«1^ each day liter the aie «f Twency may 
oc may not be responsible for mtdiectuAl 
aecltAtnokt^ Vet d«9pi<e this Iota, ac 
least some parti of the tcain con&we to 
B>Otfaitey«a< ™ onByc i TW»grwth 
cu beiccn m (hedendriieiKhc hnvMLe 
extensiiAS thnugh wt^ the <(tt body 
noetvet moMgci Irom C(B* m 

other pi?-i of the body. BtriufH at som« 
point (he h'Sin cettf that art regRSBg and 
dyvig beg«i to ovtinimber the cefb that are 
jumving and growing; but k ta encourage 
mg to note tl-at the bran Mens to bavt a 
unique, biitt ir protective mechanism that 
«k*titto<ocniinaate forthelM»of scnM 
r/ Its oeOs over tme. 

tf tbeie ippeat to be iMtased lAtdlec- 
tual pr«Uflns. paeticvtarlr nwmory prob- 
lem), as a perKnige^ It mt^r beduetodif* 
IS? Jtiet n ac4uutng M# A^ivmatioiw stor- 
. It away wtth ad the learned matenatofa 
Utcome^or retneving itguicMy^ DUfi^tikies 
vt anjuarvyg nevt AfonnatiaamKy becaused 
nr p(OfTtut|Pft«d by vBual or heatvig prob- 
lemsv A pe»« suflhing bom preiitarcuiia 
rthc common age-related ^ of ittOity to 
hear high frequency Munds) may have 
pfObkmi hearu^ buman voico or «ter^ 
(Atmg speedK w eumiite, Faikni 
certtiation or laek of mot)f¥«tion cm also 
prevent pn)peT regbwtion of ntw inJor^ 
maiwir The ib^ to sttn ciibmiaMn 
may be compvonitMd by mcreasmg niscei^ 
tiurty 10 the effects « vterference. The 
ol(W entzal prO(M«mg s(y*^ 
able to hvidte the overfud of stimub cr^ 
ated by thtihouundi of fneuages tfie body 
receives evefy minute Atiretuk^nfomu^ 
tiMi can by pushed aside by newer mcom' 



^ mformaoon. ReactSon speed b onea^ 
fKCt ol uttB«tK« that «ay indeed de^ 
creaaewtth agtTheit(^*e«ien if informs 
tion It pn>p^ aci|uired and ttocvd, an 
older person tmglt be slower £a scarchr^ 
foe fccovrrutg. ai^ pfOd^Kmg that tofbr' 
mlbon from memory 

tt A wiM UM^. hvwemt that h«ne «f 
the*c age-rtUted ehangea Mean 10 be »- 
sumotintabte unta enieme old age, OMer 
people cAen tompenaite f^ benign forms 
of rtim»ey lo«i by heemnotei* <«ta>Mbh' 
tng routines^ and ptasra\g thcad, In bbon^ 
tory tests* >ckntnt*ar« wooesihiX^ tiw 
ing cUer people (0 use leanung te^hftiiNe* 
that indude ocganmng oew mformatra^ 
r^iearntg It veiWllly'i 0* bfiktngwhat hecd» 
to be remembered to some voual inuge. 
Tbii may «eem like EiwjiaBsdvke sbce 
moat peopk routim^ use simple trxlts or 
dues to 'eme m b e r Mmeone't name or 
aome other bft of informatiao. Howevei;te 
aeaich thow4 that U oUer P«sw art 4^ 
kmd u>stuqrr«w nformatnn Bi aity mait 
ntr they choote* (hey are (tfWy to use 
any clues voluntarily tnonettudKagroup 
of oUerntuttetn was etKOuitged to take 
an imaginary walk though their hoene*, 
*tO0ataatt raimber of p(Kn a>xig the 
in); and pcKtioe aasociatowwne hii of iA» 
(ocmainnwitheKhpiKe Thtmaiuntrof 
(he aibiects liter SHcesshily tecailed (he 
Mw lofDcmaoon they had been gnren uttng 
these mual re Jererw points, 

UntiJ researtheri can deteiminc uhat 
age-related memory )m is normal-and 
ivhat can bt done aibout abMcmtl changes 
-there art 1 n vtto- of c)oes to lAt^ft)^ 
nemoiy Theaendude tikdig plenty of uih 
mttrrvpted tune to (earn new ihi ig«. mtih 
tif sort that (heeofvvonmefltr sbghtmgand 
amBtm promote leantng, conc«iiruing 
on one UuKgat a tune, iful above aS. not 
becoming annous if you tvH remember 
nacnet or (acts as fa«t as you did when you 
were youfyger Must oUer people art abkto 
t«memberas weO as ihey ever coiJd, It may 
s&npty take more tuTVb 

At present, medKal science 
nHtn no cure for scat or 
anyoftheso-caScdum^ I 
sibte dementias of -age ■ 
However the prottferau^ i 
olimaieh studies on these i 
disoAkn-manr of them spurred by the 
etahMunertt of a Katmal tnMMute on Ag* 
iflg aj part of the U S Governments Na- 
tioi]4JbstmiiesofHeafthu)I9T4-pcwms ' 
a hopeful ouUootc for the eU^riy of the I 
hMure hfeanwhle. such private, nonpcoGi* , 
vohinta'y heatih orgsoiejitiona ss the , 
Aljhed»r'BDk$ea«eaAdRetitedI>^order* ] 
AasociatKHi O60 North Mich^ Avenue. , 
Suiie60L.ChKa«o.lUirHnj60^Udoagrr4t j 
de4l to educate the pubbc a^ tubbc pobcy 
makert(othenmh4ftheaiiktedPoptita ^ 
tHrtaftI tu^crsuppurt to those who were 
ooce told that nrjthiAg <otdd bedoAc (oheb> 
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ACaseStuc^ 



IthouMse 




ByPiadFroibttd 



Alzheimer's Disease: 



H» ttM* At flu* ^bfHp4r 4dwn Hto 



1^ H ttwMte Aht mid 
. >t w w»ry MMMt add 

ate M i«C o« ttt inwiit 



tttfTwutf lai I WW teto^Ht*fadi#t ii 

wit SCOttb. Ud tfM- IK ll^ dtiflll tttM, 

Sbt «ptii*4 ttt dw, *Hn ft k, m 



^^hHt waiU ftl ad Ml Mr wttAllw 
B(n4vy nc ^idd lit¥T dttSowywDv 

inilf r ii UML Ht iw^hm to bttM<to 
Tito witf iit «w whs Igwd 
adad Jwt lit win * kud 



^RllM^r^Snfid^ Wtv dnt Vbii hT 



jnhm j li fomd mnphn fften hi 

rfd*.' ^ .... J 
Hthifndhi»JHdiuMR4ritthtHf- ^ 

S bt Xnn^ out ■ Jwfctf piAnf ft ; 

He tiHit ftm ton tw »d MTAnn : 
(tait down b Pit hmdt Mn^ ■ Me tfr 
wttiBlr K tlwm. Oh, tfetf Codt lb« | 

-* ^ 3ivm pfftr friT ow "T* **** itf ^- i 

HtlHpattMtl«<«phbtf«conflcl i 

CJM h*c Ac Mtvjr tful tn^ ht ' 

Mt pcrionniiii My flWf . Ht fofftn J 
tUnft HfwmttofitnnftHdiCiHft- 1 

«M(w*eMrtid«iMSyrt(Wm«t(dr - 
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him, Uit he Mcdf to be thoro^My mtu* 

I Then(hed4l?»si«.AldMimcir$dtseu£ 

iKub» ^cr 1 penod «f Kvtn to tea y«ui» 

Ttutfaad been two ireuitto.ud there bad 
' bMnffidy anuMin^purTneflttnb*aUiftit* 
since d^ iDostV forfcttutness ind ^ocrfu^ 
sion^aodHftf wiuntJ or a#l«^ 



Su« jnietdiy be hid bttn tmpot$^. 
IVy bad been It the toDi a pltce feved 
t* fO-he had bno J bottKuhunit ftr * 
UJV« »ed compuvr. 4nd hid an luKWsnd^ 
«Uftc dt(re« m 4naiul buibandty-«td be 
tuddefthr started tm^uitC at the rnandriUt. 
H« lamM and hooted and panted at them 
(oe 4n unmutUy loflg time-t«ut3e e*t>< 
mated it was close to a mifflUe-tt raigbt 
h«w bteo h»U a nmite: it feh to her tike 
half aa bour-and the oadd lut divett hii 
attenun Wbn ^he RniiUy got him bo<ne. 
be was hinous Hot they bttl JUt MtP alt the 



She didfl t kiKW wh»t to dOL Aitd 
^ thif momifi^ (orhimtodreniosoinvdy 
j -he hjd ijvttyt bfen able to nmefflber 
howtodieuhumelf 

^ L«uti«^ whereof my drinlt'* be fud 
jbnjpdy 

* When are 04v^ loflet my dnnkT be 
said 



J *Ob«r>cht««ayL'the«Md.'lkct«t' 
f She wett tack into the btcbsw wonder- 
«C how to handle k WxU he waot Scotch 
or iced tea, ani woe ibt ttwfcDtl tfve him 
Scotch^ wouU he remefflber thtt U was 
Seoteb he had a^ iof' 

She fKured hifli * ft4 iSis of iced tea, 
thi» ime in a p)*Mic tmbkf. She didnft 
rfi^ to pretend II wtt Scotch. Thii tune 
^ «*t fouif to 3ta(v wtdi Kcd lea all ^ 



'^bel 



bnx«ht ic out to )iinL *Her^ your 
drnd^lbeitid 
He was Joc4Qnt at h«r upieiDiqlbr, 
'Whtt hwd «f drink Et Oisr be atfced. «9 
ht took it from her hinl 
*thii crwhu Mu ailud for^ 
n AmririttC 1 asJwd (bC he said. <t VQDt 
10 blow what tftttsT 

She knew be wtf bluffhf . that be bad 
ab»drfoccott«fli^hat hehadaskcdto-■ 
*f ^s iced she wbat yog 
asked fbcT 

*l isikcd fbriced teaThettiid^ hiViD btftr 
idL He took 1 sfp and put It on the tnetit 
ot)le» bt^ymd lh« cardi. 

Louise law dut he had act foiten put 
puftmf the &tt seven ctidt oa the tiMt. 
' Shekwdiwerhvn. 
j *Good»IMr she said, *Kow the next lOw^ 
! Skip the Ant one. then put the secoAdooe 
^ face it^ and ^ the rest ^dowib* 
I He l»k«d over hi» thoulder at ber. *f 
* kfiow hofv to play sotitli»r ht 



hiven^ «)mpktf^ ktt my nifld: t cm stni 
pt»y«obtaiie.* 

She wanted to wrihdAw w^ thebivt 
b^sheknewhecoiddn1tbdbSL5tin.how 
[ coullbebesoco(dlycTM]toAef?Shewofr 
I defcdd the P«rto(han that WIS sdUnonnil 
I dnlikcd her She caucbt bettetl thtnfdnK 
j aftdtoldherseKtodtseAtt^ Youcan^tt^ 
svnnd t4 hs every eoRUMoc >he said to 
; bervlthaV the lunehedoAOt know what 
; b^staylng ttinotajvdffmeotooyoa. 
She went 11(0 Ihr house to vet die broom 
and dustpan. When >he came back, Ted 
Was tbtocbed to Ih canKi 

louise sw«pt Quiedy abound bia Jett, 
wheie the had bnkeiL M fiht be 
diddk look tipk 

*L«tiise, whtr are you sweepTnt^ he 
uked in his iMid itiocxitone- 
^GiM,"sbesail 

He tocited up. 'Why an y<u sweeping 
. ctassT 

I 'Soitdocsntsetioibew^r* 

I *fXH flats tfetDf) the wayr 

[ 'SMnconn^ ibe siiid. 

I He went Uck to bit cardt' By now he 

d 9eefn«dtobetAt>vigatiitrdftrpac«. 
Louise went into the hovte witb tbc 
broom and the dustpan ^ of |Utt and ice 
cubes. Tbeir Gemitn shepbRd Roo wtt 
standing trwde the xneit. looldnc outac 
She WW 1 taiK JibiMst ipn(ot<olo«ed 
doi that had been Te |^ for the past 
sewnlyeut, amtmti 
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U4IIM calkd Ted from intide Uie 
tnKhcn *H'ouU ><hi Lkc to bm out- 

Shesltd open (be dur ud thedof trotted 
«ut aheJd fii her She was imiiB foe 1 fhc;^ 
hcnL wKb ifl inteOitSfnt and watchM iKf 
tt mide Ttd h*ni^ tdvf her arrwd. 

Roo waidttd skwly aiound the tabte at 
which Tfed WW imu^ He <Mirt «e her. 
Evcntualljr she coQipHd (d <he tt^uod 
i4k]RTie«tlt the tlUe wnh a $<c>t Ted b»d 
stDfved the card fkoe affbiiw arkd Uwbe 
am over totbe uUt He wts b^lfwar isto 
the fame, ar^d the cards b«k«d aO n«li4, 
Ifflh None were fnBpbod, 

^Vben Lw$c ome near ban tie 
Ihepw oi ihedecJt he HSshoIdtf^downiA- 
(0 h4 bfh She hnked at hun 

HaEKelOdfcedptu^ IfewucanAiDy 
aivcuUtinc a syUabk th*t sounded Idee 

'whnisitrfheasVed. 

^EeiVr . . /tie sail 

'Easy? The came s ear/^ 

He dutiw h^ head hack wtth a fudden 
arkd forced a HiuQ t»mK which to ber 
seejMd KOiBt^tiif flunuftctured 

'K'tdt, tbenT she asked Eeacoc over 
hPTL *0o you want ^ m WlP Tou^ 

Ke filled the cards lowet; and Ketd tfjem 
pre$$ed Jigmst ht$ KffnJcK 

'Wen aU ni!ht, an ' ihe uxl ui aflvt 
nootw) voict 'I WIS )HBt o«f«un< ■ 



He began 
\ to scream, 
^^a nameless, 
j imrdculate 
i howl from 
\ deep within 
him. 



Sbe s03MditeMd upaiDd cauflht bencU ui 
her anser Don^ losv y«itfcoiitpc«uit. she 
t«4dhei«eU She was not natuiailrtbe com- 
posed type. She ^ent t(««n ht^ to ^ aS- 
in«M With the tntensity <rf an adotncentk a 
wu her natureL She had been an Ei^fh 
fnaj«r ui coCegt. atirtct«d to thing* mher 
trMff ptstoia) ar^d oanqM^ becKne the 
wasnt t«Word5wwthandtbe Utc^Cwn- 
try ol England, whichihehadal^^-ayThoped 
tfy VIM. but which w^ ncoi; she TeAhRdt 



^MfneUund slvc uodd never ^ 

had an gdd Iwk^ hii <Ke» a smde 
thvt looUd to Louise hfte tnumptunt ^razt- 
ness. He VhxA hi) handi tftHA hk ta(P and 
pctk^ under (be thut) card m ht) hand at a 
(bjd flugbt' dien looked hack at ber- She 
iatdfKKhiPif andbecantowiUKlraw tpwaid 
ibeifafden 

JwM then bs r^ht hind shot «t« coDfvut 
ftvely^ Icnoicking tut ftftjik over and scatter 
vwafthecardsbe wastvtdm^ When the 
pUftic sins* eiMter«d agaiAit the fUg- 
stofles^ the doff jumped up and nna^^ 
>»ids aw*r- cowejuij shghOy the way da«i 
do 4 h«d feanng artfoutg to tiJtovcr 
on them. 

Ted iKXKintf tbe d«d for the first (tnK 
pointed toher and began togo tnt^hif $hrQ] 
Eh<jit«r ^ (be d»r befc«t^ laughiog and 
booting deAsiv<4y and even sttppvig the 
tahlctop 

Louise didnt know wtai to dotkaQh^ 
' pencd sofastv Her first thought wu about 
the drink, vrondering if Tetf* knodopg It 
over was ut»mi0(Ul Ktrnextlbwght wts 
about Tedfi ^nxf t»ugliif« and how vm* 
biUTassed the uotiU he d the nnflhbort 
heard it. TYut (iWi oi bnd ui (hed- w1^ 
ufton nttghboriuod were tar^^^ bui bis 
tugfuef h»d a lt«<u]iai^ overlr uitense4m«b- 
tr to ft thaicarTMd The tbcugb(aft«r that 
was, what could she do' She rusbedovcrtfr 
TM She wo«M«opbitTi*«K»rt flit. 

All ct ihf i hirppeAed u spin wwod*. ic 
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oif l^tidCy 9t hint » ihc ^vwld hive «t s 
«ran^ hh&wulxhiT'JMlDMI)^ M Ted 
twu ftMkJrn^v 1 stTV^ to hn; ukd bcr )<4> 

CalVw KtF idnv ind jiandnff tn fmt «f 
him hhen Jie could ^ Wtkn R» 

Jh lior t^^ornc h«(for ttricJcfli Hcbtgu 

U(t htm < 6w vmhin him 

LouH drnM (Q mk cvnvv up bdwid 
hin^ TcnwtKmiC thi( iisuiSy upKf hen. ud 
(ouchtdtf hmi j^tllt She no her htndt 
liichtl> ik^£ hit ihovkkft Wi Ciikd hd 
runvHAty 

She- Mt ^ul tudy (dM:^ andltbr pot her 
antmrav/hJhtsnfctc HefnibbHlherfffe 
anf»«ith hn hwds, ffn^rtnc them tiflli^' 
She hff rfwlf on thr top of hit head, 

Atl the «h^ she wh ihnkd^ Tfff. my 
pool T«d I tuw tmur to <)4 ilm; I 
don^ know' « hat ro<)4 nnimamntiTed, 
ttSon'^luv^hwvtabealm Od^niypod^ 
my drar Ted What has lap$)ci>tt) t9 ycu^ 
Whcft are yM»jMm*EIcivri«^Trd,ev?fl 
tiBf* W^otiknow thH/UD^frjnrmbff 
y^wf Lftnse* Do )W mwirtfl jwff iwm 
gvr 

Jk Jic^ his amis up^ hctdatt t^fhUy cv 
the hands aumnd hn nrcSi «hi1e * iat 
UoTA hcT eye 4lui> ^4 hke ffe>>h df«. 



PoHIhTed 

Tbn« t$ £«nrthtfc that IS it> 
uig t<r te eTfiEintf thd mOTfr 
and flir thi>ie ^iMl^ and 
J pnnrmbtr t^her of 
^htm. Jt^ |u$t tie s etwd 
lEvund ny ncad i1b monuv 

when Rally «ated.rfn<^tffP^ 
on lAlt bbdc Mvtc* «kI ihos-I iTdJc \ft 
some AwilC <otn8 to the «6e^ maybe 
Thaft n<itinc, 

My shoes vt to nff Wli> atttberio 
SQif all of a suddrn^Thr txviST aD ddstTn 
to IhatTiodd.' ' 

Now J canlt rtmeniiber wbM I his d> 
iflC-the«mdUlhi^. ^ m just put mjt 
biihnbt on, »u knw; n the nunor nqr 
Ctnrdwvi^ looki^ W. J luMw Hnftick. 
btic Tm actuiliy stiD pwtty food kntwig. 
H%tf M ^ Am T«d, he wd, she 
sa/anyUttf^ He loduvat the 

fuss she donnH to eo vnth yoq 
Anpnon, I^Hid Hlof IM^J^ trl^^^ 
She Hid you wervnlt cud lulor^cnwsh 
She mints to ^ witb Jtm Carr inflad / 
iwk- tl ihatwU. T^ir easy. TM. 1^ s»kL 
fnt iK^ Mtort / wMiM Uf fktt npitt tv 



^fa>fo she* QM dr-MK ^jnc jnd f 
fwCfM aibotf tsK >^dk i^ttui; tl^ v t 
vwnctoibto^^aifsuicis^javd^ 1 
luKw why t)wx loa: a dck tbtft. It ' 

The gantfr ffli^ jke fuubnt. ■ 
Sofinxv hfcUik?: 4a ^ H» ft b«n * 
ftokn? I celt ihfla i^ or TD ivtstt 

90 hard tofen>«lihP«iih' I m head. 1 

Sh anyy9>. riit a; » ^ jckS I <30^ 
IWvi tpuse Ifll n « a tbr bfvmf j 
run a *ifk. al a& « ^ I just kw j 
vwnfdb!Ml«:i]t-fcw:pr4Aoc«wihbas I 
tunmlhhbviwutt^i^ Mfti-^oafafih i 
«i04incDac^Ltf'£4»a.'p.rflff toshiJx ' 
Anmah^f^tnir^c^ about ae*' ' 
ijiaJj-Uufj Uxia-jps As. Ijujacirflit' . 
nKfliber it tlh^ ^ 

i> ^tac Itfltic : It h« m my 
, h«ad.4idl^in''b'^e Ik nttfc- «onii(o 
f canrouti!«hLki\ tnic4ht,43ri^AniA 
[ >iooDaddl}%<k«rAj-^tb^ m> hi^ 
I Ihe ptw utr IF cir:i bv^wath i;iy 
, Annr ThenrV trusc T' Lu-p^e* Nqw^ 
uhat t vtoat tti ti^ :Mnh!thav ' 
abwl vusaK4knc«sd^4y^cvi>-'l|u$t j 
, canlt fn^vntwcL^iAC <Jat remenAer j 

Tm ihnty La&^ but °v * dfuiik J | 

' k«paskd)2h(rrjr'i5c»^afid«^Titand I 

she nntt hclif- t«fc. v U)i I t 

i*ant hcO t*4 I ^ tor Siitdi 1 



71 



72 



ud wiser iJbnt Idx). 
todnnkthMiAif! you tuDow tlu^ 

WeU. T«/re t<anz to lit here uiUil you 
iwaitkntfit /ifvik'nrtlbvv'^ A^^^f/dT 

Uuae h» the onlc I bvt pby Hfr 
itot BiK I onl remanber whM do 
dupgng the fine p4rt Lointe lays^ "Mifce 
Ktcn pilcC Nnt li the idfaQt ne 
that? J koaw b»w to pl>lt loaUitt, Sbe 

wlKie^ OKrdrintiPOll bmthenmov vUi 
Aurdnnk ifl 1 ptsDc^Uf*, tthkl) IhMt &ut 
fm fnut wHtM jitAui wtHff^ in It. J keep 
iiikmf to 1 Snub md wtter. if^ stv al^ 
wi^ bctn0 me ic40 te«- Andionetnci I 
QA*^ Rfwinber wbk ] alnd foe I lute it 
tb»t raiA itmembet r just htiett I put vp 
tfcebtMfnntlcuk 

ffvtf Ouf oneit^ :e> w ioed (e*- 
dil J kvwl kn) to? LouiK tt]^ yes^ VftflV 
thM^nod, 

Sv. left ice Wity wrA st« co my' : 

RcO qvcenon UKk hifitf^ Ah^tfwi^t tfce 
■ce of ijadn, RS put thit vp then: 



iR, deticb three Now why ^ Lowe 
fwvetwitf the ptc»«' LuBse; whMmyou 
sweepin^'Cl^*st««ifV3^*beaftisekfeB 
A die wa^ I fct thM It jO. 

Nnr wlBt-l cuA Rfnenbcr whiC toib 
Kit I cwA F«nienil)«r Willi duardit- 
Oh, t awJd 1^ toftt wntthdit ihic 
f i9Aq4& Loude if wvtdtifu bh; » ni >dt 
] ptijr more dcwtjr and maiyte 111 nintRiUr 
It what ii du evd? J6 u odd one k 
docut mm to be Ike w of the othcm t 
ratieniiberihe fintktter-iTt iFrtKhhM 
d1 proAunciMlui- tfae^ tlut urt of soil 
sound. It's BeeihitodirraK^ ibKurM^Hkt 
in dot ptfwy iOi« *Frt^t Jfcqueir 
Jtdd ThiA tte oilvai4 dttt ord itto 
tmdniiejiMTfWtr 

LouueiKffningOKt "Whit rig 
ajni She man to li^ nw; *U k etty^ I 
biiilL Voy btow ie^ oot cMy. 

lA the wuctt tM^ firotn <**T But she 
wiT3nlfO*war. She wwc* to hdproe, Wdl 
t ii0t deifk wot to be m pK the 
inloiiirlili; BHO'te foiwiji^tp 
wQi^ ToddlK Momat »yi tbtf J shooU 
he^ you, ^ 4«a wHf 07 / 

doiaf iMt tf me probTc m for ffftfcn 
oiifMes. Mtir JwCflim so, AM yni 4on^ 
even kruMr fractions «(htc Yotfrc dumb^ 

4l(iBbM Tedd.ji't 1 dun^beO. Ym ^ 
mcmnyMjiiftthniltyimirstpiutt Xtrfd' 
y% 1 diort^btlL lul loy baby: Stf d jc*f 



™*t TWd y't i ety baby Orbabift 
L Oh-tbe/e fpcimy glut - - .TbnVt 

RoocthArurtainiswaytiuDtbetoind- I 
I ihirtidlhMrttheli3wrdtiiie^]r«iK¥f.ber ^ 
' nw: k «B die owidritb It tbe loocstd i 

howdwy«ouMfinbatk«^facdiiuide ' 
! tiwcice3i»dHph«n(he]^naiii^6«ai j 
' meJjiwivrittdnofvoadwirbebtfKlLU ' 

«B w hmny! Aiif duy h*d tti tnont pbce 
\ tOQ)wffMkddiebirh*ddttii«n«lt Iitai j 

bMetobmh. { 
Roo. yM shodd hive ten than. Yog I 

Hwld hive kutfKKt ^ wit «tKft/ tflie \ 

«hea JMQ ran awKy jun im but « j 
. HoMMtoGalKoO'lKitthkvtiobudk 1 
( Rod, Roo! Now she's bsrhtnf. ^ool } 

i hdrriMesBMd. 1 an itebgteetlL loM I < 
qeftfindlo'iiw Rotf Itwftfsmcysyotf j 
dtddy-«||,thrwnVtstopt-Hdp!tauc! j 

^Aikihettiiriflobettor^/dMYittf^ 1 
I Tote hit 4ff; tkti bMiv. Jioe \ 
i stMiedtooy. MV^^^Aiff«ii^^ ' 

She \$}x3tSaAp9i J cm feel herlnBLbt^ 
Roo ES 3t3 ooflwi It fflclovVp sttv mri 
Her MUtt 4ft anvnl me. Ttn ^ fovif to 
hold on jf^elne my e>tt- As loftgs J CM 
feel Loune UKn Hnufe, A* A» I em 
touch her huHkO 



